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Healthy African-American children living in households with a parent or 
sibling diagnosed with HIV/AIDS struggle with emotional and social stressors that 
threaten to interrupt their psychosocial development. Limited research shows that the 
behavior of healthy HIV-affected children and adolescents who live in the home 
where HIV is present is dissimilar to non-affected children, particularly in the areas of 
depression, anxiety, and external problem behaviors - - i.e., aggression, hyperactivity, 
and delinquency. This study, a replication of a previous study, was designed to 
compare selected mental health variables and behaviors, depression, anxiety, 
somatization, and external problem behaviors—between inner-city, African-American 
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children who live in a family where their mother are infected with HIV/AIDS and 
children who lived in non-AIDS infected families. 
The convenience sampling technique was used and data was collected from 
numerous community-based HTV/AIDS service organizations in the metropolitan 
Atlanta, Georgia area. The sample was comprised of 28 African-American families, 
totaling 51 children. The Parent Rating Scale (PRS) and Self-Report (SRP) of the 
Behavior Assessment System for Children (BASC) was used to examine the mental 
health variables for HIV-affected children and non-HIV-affected children. The PRS is 
a comprehensive measure of a child’s problem and adaptive behavior and is based on 
the parent’s perception of the child’s behavior. The SRP is a personality inventory that 
the child completes regarding his/her behavior. The data was analyzed via t-test 
comparisons of means and chi-square analyses. A supplemental qualitative analysis 
was also conducted. 
Findings from this study indicated that there was not a statistically significant 
difference in levels of depression, anxiety, somatization, and external problem 
behaviors in AIDS-affected children when compared to children who did not live in 
the home with a parent or caregiver who is infected with HIV/AIDS. However, the 
results of this study did indicate that a statistically significant difference existed 
between AIDS-affected and non-ADDS-affected children with respect to the 
percentage of children who exhibited statistically significant levels of depression, 
anxiety, and somatization. 
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Limited research has focused on African-American AIDS-affected children who 
live in the home with an HIV infected mother. Ramos (1998) conducted a study that 
examined four mental health variables and behaviors, including depression, anxiety, 
somatization, and external problem behaviors primarily in Hispanic children ages 4-18 
who were AIDS-affected in comparison to children who did not have a primary caregiver 
infected with HIV/AIDS. This study is a replication of a previous research study that 
addressed the following mental health variables and behaviors: depression, anxiety, 
somatization, and external problem behaviors in AIDS-affected inner city African- 
American children who live in the home with a mother who has HIV/AIDS in 
comparison to children who do not have a mother who is infected with HIV/AIDS. 
Healthy African-American children and adolescents living in households with a 
parent or sibling diagnosed with HIV/AIDS struggle with emotional and social stressors 
that threaten to interrupt their psychosocial development. The emotional stressors range 
from interruptions in nurturing to grief issues, while the social stressors include 
discrimination and isolation (Roth, Siegel & Black, 1994; Black, 1994; Knox, 1989). 
Current treatment approaches provided by social work professionals often assist the 




HIV/AIDS is categorized as one of the most pervasive diseases of our time and it 
continues to impact lives across the United States. As of June 2001, the Centers for 
Disease Control and Prevention (CDC) reported 793,026 cumulative cases of persons 
diagnosed with AIDS; approximately 457,667 of those infected have died (CDC, 2001). 
Of the 793,026 reported cases of AIDS, 301,784 were among African Americans (CDC, 
2001). Representing only an estimated 12% of the total U. S. population, African- 
Americans make up almost 38% of all AIDS cases reported in this country. In 1999, adult 
and adolescent women accounted for 25% of reported AIDS cases, an increase from 7% 
in 1985. In Georgia, which is the focus of this research, the number AIDS cases reported 
as of June 2001 were 23,575, with 16,423 of those cases in the Atlanta area (CDC, 2001; 
Office of Minority Health, 2001). Georgia ranked 9th among the 10 leading states or 
territories reporting the highest number of cumulative AIDS cases. And, while statistics 
were reported for adults and children infected with ADDS in Georgia, there was no formal 
tracking system for AIDS-affected children. This oversight further places healthy 
« 
African-American children at risk for inadequate psychosocial development. 
The impact of these growing numbers of people with AIDS directly impacts 
♦ 
children. As more people are diagnosed with AIDS, there will be an increased number of 
children living in families where HIV/AIDS is present. Michaels and Levine (1992) 
estimated conservatively that as many as 125,000 children in the United States would 
lose a parent to HIV/AIDS by the year 2000. Internationally, it is estimated that 16 
million children have already lost one or both parents to HIV/AIDS, and by the year 2010 
it is estimated that number will increase to 30 million (CNN, 2000). Worldwide, as of 
December 2001, an estimated 40 million people are living with HIV/AIDS infection 
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(CDC, 2002). According to the CDC (2001), people identified as ethnic minorities 
continue to be disproportionately represented in the numbers of infected people. African- 
American and Hispanic individuals account for over half of the reported HIV/AIDS cases 
in the United States, even though they constituted approximately one-third of the total 
population (CDC, 2001; Johns Hopkins University/Division of Infectious Disease and 
AIDS Services, 2000). 
Furthermore, the rate of infection in the United States is increasing more rapidly 
among women than any other sub-population of people infected with HIV/AIDS. In 
1992, women accounted for 14% of adults and adolescents living with AIDS; by 1999, 
the proportion had grown to 20% (CDC, 2001). African-American and Hispanic women 
together represent less than one-fourth of all women in the U. S. yet, they account for 
78% of reported ADDS cases (CDC, 2001). In 2000 alone, African-American and 
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Hispanic women represented an even greater proportion (80%) of cases reported in 
women (CDC, 2001). AIDS was the third leading cause of death among African- 
American women between the ages of 25 and 44 (CDC, 2001; Dorsey et al, 1999; 
Phillips, 1997). Presently, there is no known cure for HIV or AIDS. 
HIV/AIDS is a devastating terminal disease in numerous ways. Not only does the 
disease affect the individual in a physically degenerative manner, it also affects the 
person's mental well-being. Many factors associated with HIV/AIDS make it different 
from any other known illness or disease. First, researchers and patients alike have 
acknowledged the social stigma attached to the diagnosis. People with HIV/AIDS who 
have contracted the virus through behaviors that are deemed socially unacceptable and in 
many cases illegal (prostitution, intravenous drug use, promiscuity, homosexual sex) 
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(Macks, 1990) have been forced to acknowledge their behavior in addition to confronting 
their diagnosis. The stigma of the diagnosis can create more psychological distress than 
the initial symptoms. 
In addition, the research community has acknowledged that HIV/AIDS differs 
from other terminal illnesses in that many that are infected with the virus will suffer 
multiple losses before surrendering to their own illness (Ramos, 1998). In some cases an 
entire family may become infected and be forced to face multiple deaths in a short period 
of time. In other instances a woman may find out about her own diagnosis during 
pregnancy, thus being forced to confront not only the possibility of her own mortality, but 
also to accept and plan for the eventual parenting of her child (ren) by someone else. The 
most common reactions documented in HIV/AIDS clients have been shock, denial, anger, 
guilt, and severe depression (Knox, Davis, & Friedrich, 1994). Given the trajectory of 
the disease, it is no wonder that these are the reactions of patients when they realize that 
they will endure a physically and emotionally painful disease that remains incurable. 
It is important to note that one of the profound circumstances surrounding 
HIV/AIDS is that while one person may become infected, many others, including the 
identified patient's parents, partners, children, and friends, will be affected. The diagnosis 
of HIV/AIDS impacts an enormous number of people when one person is diagnosed. 
According to Wolcott, Fawzy & Pasnau (1985), when patients are diagnosed with 
HIV/AIDS, the diagnosis itself has been found to arouse strong, often contradictory, 
feelings in the people who love them. In addition, the diagnosis of a loved one forces all 
those involved to question their own mortality. Although much of the research to date 
has primarily focused on the person infected with HIV/AIDS, researchers must take an 
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active role in learning more about the people who are not physically infected but are 
psychologically impacted by this disease. 
Since the epidemic began in the early 1980s, many studies have been undertaken 
to examine the medical aspects of the disease. The medical community has implemented 
numerous research studies to gain a better understanding of the etiology and disease 
progression in HIV/AIDS; however, fewer research efforts have been focused on the 
psychosocial aspects of the disease (Forehand et al. 1998). Additionally, much of the 
research has focused on adult homosexual males because the gay community continues to 
represent the highest number of infected individuals, in addition to being the most 
organized government lobbying body among HIV/AIDS infected people (Shiltz, 2000). 
Recently, research efforts have begun to focus on issues directly impacting 
women, particularly since researchers and field experts have noted that heterosexual 
women in the United States are rapidly accounting for increased numbers of HIV/AJODS 
reported cases (Peqeugnat, 2001). Research indicated that the majority of the women 
who were becoming infected were between the ages of 18-44, the childbearing years 
(CDC, 2001; Campbell, 1999; Forehand, 1998), with amedian age of 35 (Dunbar et al. 
1998). Therefore, it is possible that many of these women may give birth to HIV- 
infected infants and will be unable to care for their children due to physical and 
emotional demands of the disease. It is important to recognize that one should not assume 
that gay men do not have children. It was estimated by Bell and Weinberg (1978) that 
20% of gay men have been married and of those, approximately 20 to 50% have fathered 
a child (Ramos, 1998; Bell and Weinberg, 1978). Although there were no estimates on 
the number of gay fathers who were infected with HIV/AIDS, it is safe to assume that a 
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large number of homosexual men are in fact fathers infected with HIV/AIDS, given that 
homosexual men make up the largest population of reported HTV/AIDS cases (CDC, 
2001; Shiltz, 2000; Campbell, 1998; Fair et al. 1995). 
Regardless of the parent's sexual identity, healthy children living with an 
HIV/AIDS infected parent face consequences. Children who live with one or more 
parents who have been diagnosed with HIV infection, like children who live in families 
with other prolonged life-threatening illnesses, are vulnerable to psychological distress 
(Weiner, Septimus, & Gray, 1998). Research suggested that approximately 80% of 
children affected by HIV/AIDS disease came from families of minority backgrounds 
(Taylor-Brown et al. 1998; Roth et al. 1994). Many of these minority families were 
already burdened with poverty, discrimination, and weak support systems (Pequegnat & 
Szapocznik, 2000; Taylor-Brown, et al. 1998). These children experienced numerous 
stressors: separations from parents, change in the nature and predictability of emotional 
nurturing, concerns about loss, disruptions in routine and contact with peers, and 
economic hardship, all of which impact their psychosocial development (Forehand, 
Steele, Armistead, Morse, Simon, and Clark, 1998; Armistead & Forehand, 1995; Lewis, 
1995; Roth et al. 1994; Wiener, et. al. 1998). 
The onset of HIV/AIDS over the past two decades has brought about an 
additional stress for many inner-city African-American children: having a mother who is 
HIV infected and, thus, likely to die prematurely. Consequently, the healthy child in 
these families must deal with the untimely death of a parent. These children were 
emerging as the "new orphans" or "AIDS orphans" in the United States (Forehand et al. 
1999; Michaels & Levine, 1992). While AIDS research has garnered a significant 
amount of attention, there was a dearth of information on inner city African American 
children affected by HIV infection, resulting in many unanswered questions concerning 
this population of children. 
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Statement of the Problem 
Despite the increasing rates of HIV infection among women, few descriptive 
studies have explored the impact of a mother’s HIV status on the mental health needs of 
HIV-affected children (Forehand et al. 1998) and only one empirical study was found to 
have undertaken this task (Dramin et al. 1999; Ramos, 1998). Current research indicates 
that little attention is being given to the HIV - affected child in spite of the dramatic 
increase in the numbers of AIDS orphans; this population has been largely neglected. 
Little continues to be known about healthy children living in families where HIV 
is present. It is unequivocally evident that only a small effort has been made to answer 
some of the questions that concern this population. Regardless of understanding their 
needs, however, society will be faced with the burden of meeting those needs or paying a 
price for having ignored them. 
Other risk factors have been noted in the literature concerning the HIV/AIDS 
population, which stem from life circumstances of many infected families. Families 
living with HIV/AIDS must also cope with poverty, drug addiction, family instability and 
legal problems. Therefore, the diagnosis of HIV for some infected families is only one of 
the dilemmas among many others. 
The annual reports published by the CDC have made clear that HIV is on the rise. 
HIV/AIDS does not impact only the infected person but all of those people who love and 
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care for them. Thus, the lives that have been touched by this disease are numerous; 
moreover, the lives that will be touched in the near future are unimaginable. It is 
estimated that by the year 2005, everybody will know someone who has died from 
complications of HIV/AIDS (Wolcott, Fawzy, & Pasnau, 1985). 
Rather than ignoring the reality that HIV/AIDS has become a pandemic in this 
country, researchers must begin to acknowledge the impact this virus has on individuals, 
families, and surviving children. We as a society cannot afford to be naïve of the mental 
health needs of “AIDS orphans” nor can we afford to neglect those needs. And, while 
researchers and field experts alike recognize that there are obstacles to reaching the 
populations in need of services, it is necessary that they confront those challenges. 
Purpose of the Study 
The purpose of this study was to compare selected mental health variables and 
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behaviors between inner-city, African-American AIDS-affected children, 4-18 years of 
age, who live in a family where the mother is infected with HIV/AIDS (also known as 
“AIDS-affected” children) with children who live in non-AIDS infected families. To 
achieve this purpose, the study examined four major mental health issues — depression, 
anxiety, somatization, and external behavior problems — in AIDS-affected children in 
comparison to the national norms of the BASC Inventory, where children did not have a 
mother infected with HIV/AIDS. This study is a replication of a former study undertaken 
in 1998 with a population primarily consisting of Hispanic children ages 4-18. 
Exploration of these issues is important to social work practice in that those professional 
social work practitioners and administrators might enhance their knowledge of African 
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American AIDS-affected children and become more skilled in their application of service 
delivery and program development. 
Significance of the Study 
With the increasing rate of HIV infection among women and the few studies that 
have addressed the mental health needs of AIDS-affected children (Ramos, 1998), this 
study fills gaps in research on the mental health needs of African-American children. As 
well, the study provides recommendations for further research and 
prevention/intervention techniques and allows for the development of social welfare and 
health policies by providing information on the mental health needs of healthy African- 
American AIDS-affected children. 
Research Questions 
To achieve the objectives outlined in this study, the following 10 research 
questions have been formulated. To answer all of the questions, the Behavior 
Assessment System for Children (BASC), a comprehensive tool for evaluating the 
behavior and self-perception of children, was utilized. The following research question 
was asked: 
Research Question 1. Based on parent perception ratings, do African-American 
HIV/AIDS-affected children have higher levels of depression than children who are not 
HIV/AIDS-affected do? 
Research Question 2. Based on parent perception ratings, is there a difference in the 
percentage of inner-city, African-American HIV/AIDS-affected children and non- 
HfV/AIDS-affected children evidencing clinically significant scores on depression? 
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Research Question 3. Based on parent perception ratings, do African-American 
HIV/AIDS-affected children have higher levels of anxiety than children who are not 
HIV/AIDS-affected? 
Research Question 4. Based on parent perception ratings, is there a difference in the 
percentage of African-American HIV/AIDS-affected children versus non-HTV/AIDS- 
affected children evidencing clinically significant scores on anxiety? 
Research Question 5. Based on parent perception rating, do African-American 
HIV/AIDS-affected children have higher levels of somatization than children who are not 
HIV/AIDS-affected? 
Research Question 6. Based on the parent perception ratings, is there a difference in the 
percentage of African-American HIV/AIDS-affected children versus non-HIV/AIDS- 
affected children evidencing clinically significant scores on somatization? 
Research Questions 7. Based on the parent perception ratings, do African-American 
HIV/AIDS-affected children have greater external problem behaviors than children who 
are non-HIV/AIDS-affected? 
Research Question 8. Based on children's self-perception ratings, do African-American 
HIV/AIDS-affected children have higher levels of depression than children who are not 
HIV/AIDS-affected? 
Research Question 9. Based on children's self-perception ratings, do African-American 
HIV/AIDS-affected children have higher levels of anxiety than children who are not 
HIV/AIDS affected? 
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Research Question 10. Based on children's self- perception ratings, do African- 
American HIV/AIDS-affected children have higher levels of somatization that children 
who are not HIV/AIDS affected? 
Dependent Variable: Mental health variables (depression, anxiety, somatization 
and external problem behaviors) of HIV/AIDS-affected children. 
Independent Variable: Mothers who have HIV/AIDS infection. 
Hypotheses 
The following hypotheses were addressed: 
Hypothesis 1 : Based on parent perception ratings, there is a statistically significant 
difference in levels of depression among African-American HIV/AIDS-affected children 
and those children who are not HIV/AIDS-affected. 
Hypothesis 2: Based on parent perception rating, there is a statistically significant 
difference between scores on depression for African-American HIV/AIDS-affected 
children versus non-HIV/AIDS-affected children. 
Hypothesis 3: Based on the parent perception ratings, there is a statistically significant 
difference in the levels of anxiety in African-American HIV/AIDS-affected 
children and children who are not HIV/AIDS-affected. 
Hypothesis 4: Based on parent perception ratings, there is a statistically 
significant difference in the percentages of African-American HIV/AIDS-affected 
children versus non-HIV/AIDS-affected children evidencing clinically significant scores. 
Hypothesis 5: Based on parent perception rating, there is a statistically significant 
difference in levels of somatization in African-American HIV/AIDS-affected children 
and children who are not HIV/AIDS-affected. 
Hypothesis 6: Based on the parent perception ratings, there is a statistically significant 
difference in the percentage of African-American HIV/AIDS-affected children and non- 
HIV/AIDS-affected children. 
Hypothesis 7: Based on the parent perception ratings, there is a statistically significant 
difference in African-American HIV/AIDS-affected children with external behavior 
problems and children who are not HIV/AIDS-affected. 
Hypothesis 8: Based on children's self-perception ratings, there is a statistically 
significant difference in levels of depression in African-American HIV/AIDS-affected 
children than children who are not HIV/AIDS affected? 
Hypothesis 9: Based on children's self-perception ratings, there is a statistically 
significant difference in levels of anxiety for African-American HIV/AIDS-affected 
children and children who are not HIV/AIDS-affected. 
Hypothesis 10: Based on children's self-perception ratings, there is a statistically 
significant difference between African-American HIV/AIDS-affected children and 
children who are not HIV/AIDS-affected. 
Definition of Terms 
Human Immunodeficiency Virus (HIV): The name officially chosen in August 
1986 for the virus that causes AIDS. HIV was formerly called HTLV - III (Human T - 
Cell Lymphotropic Virus, Type 3) or LAV (Lymphadenopathy Associated Virus). 
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AIDS (Acquired Immune Deficiency Syndrome): A viral disease that impairs the body's 
ability to fight disease and thereby leaves the HIV-infected person vulnerable to a 
debilitating or fatal opportunistic infection, cancer, or neurological condition. The Human 
Immunodeficieny Virus (HIV) causes AIDS (Beuhler et al. 1995). 
AIDS-affected children: Includes those children uninfected by HIV who have a family 
member with HIV infection or AIDS (Black, 1994). 
AIDS orphan: A child who has lost a parent, stepparent, or primary caregiver to death 
due to complications from HIV/AIDS (Michaels & Levine, 1994). 
Anxiety: Feelings of nervousness, worry, and generalized fears that typically are 
irrational and poorly defined by the individual (Reynolds & Kamphaus, 1998). 
Depression: Feelings of unhappiness, sadness, and dejection; a belief that nothing goes 
right, a sense of hopelessness (Reynolds & Kamphaus, 1998). 
Somatization: The tendency to be overly sensitive to, experience, or complain about 
relatively minor physical problems and discomforts, most of which cannot be traced to 
poor health (Reynolds & Kamphaus, 1998). 
External problem behavior: A composite of behaviors characterized by disruptive 
behavior problems such as aggression, hyperactivity, and delinquency (Reynolds & 
Kamphaus, 1998). 
Limitations of the Study 
The primary limitations of the study are described below. First, the results can 
only be generalized to those families who participated in the study. A second limitation 
is the small sample size used to carry out the study and the geographical area from which 
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the sample was drawn. Research studies involving HIV/AIDS face many challenges due 
to the very sensitive nature of the topic. The issues of confidentiality and disclosure often 
prohibit families from voluntarily participating. Therefore, obtaining a large sample size 
is very difficult, consequently limiting the generalizability of the findings. Third, one of 
the measures used in this study is based on the parent’s perception of the child’s 
behavior, which is an indirect measure; therefore, this allows for subjective 
interpretations. This study also suffers from limitations of the use of a self-report measure 
completed by the children. Although precautions were built into the instrument used, 
caution must be taken concerning the accuracy of participants’ responses. 
Finally, in addressing the realities of permanency planning and outcomes for 
children who have been or who will become orphaned by AIDS, the paucity of available 
research on what happens to these children should be acknowledged. Since 1994, there 




This chapter provides a theoretical view of the relevant research in the area of 
HIV/AIDS. In particular, this chapter discusses (a) the history of HIV/AIDS virus, (b) 
the epidemiology of HIV/AIDS virus, (c) modes of transmission, and (d) specific 
populations affected by the AIDS virus. Furthermore, research in the areas of children’s 
understanding of death, illness, and HIV/AIDS is explored. 
Historical Overview 
HIV/AIDS is the most prolific disease of our time and its impact is felt 
worldwide. Human immunodeficiency virus (HIV), as defined, is a viral disease that 
causes AIDS which impairs the body’s ability to fight disease (Buehler, Petersen, & 
Jaffe, 1995). AIDS (acquired immune deficiency syndrome), a disease that in the United 
States alone has already killed more than 400,000 men, women, and children (CDC, 
2001), is characterized as a set of symptoms suggestive of the end stages of an HIV 
infection (Jenkins, 1992). People infected with the HIV virus have weakened immune 
systems making it more difficult to fight infection, thereby resulting in a greater 
susceptibility to infection, disease, and death. Once symptoms develop, the severity of 
the illness varies from mild symptoms once known as AIDS-related complex (ARC) to 
life threatening infections, classified as AIDS (CDC, 1993; Jenkins, 1992). 
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The language used to describe the disease has in many ways helped to shape, 
sometimes in deleterious ways, the course of this crisis that is known as AIDS. The 
language of AIDS began in July 4,1981, when the CDC published its monthly issue of 
the Morbidity and Mortality Weekly Review that indicated that five homosexual patients 
in California and New York City were suffering from Kaposi's sarcoma (KS) and 
pneumocystis pneumonia (PCP) (Newsweek, 2001; Chu & Curran, 1997). Both PCP and 
KS were known as very rare diseases that were usually seen in much older patients. As 
the number of cases increased, the language changed. The CDC began to refer to 
"homosexual or bisexual men" when speaking about the illness. This attitude set the tone 
for the first name for what is currently known as AIDS, GRID -- gay related immune 
deficiency (Fee, & Krieger, 1993). 
Soon after the discovery of AIDS, a number of highly sensitive tests was 
developed to detect the antibodies of HIV in the blood. One test, the ELISA (enzyme- 
linked immunosorbent assay), was created to screen the nation's blood bank (Jenkins, 
1992; Kain, 1989). Another test, the Western Blot, was used to confirm positive ELISA 
results, identifying 99.4% of those actually not having the disease (Shilts, 2000; Jenkins, 
1992). Using the two tests together has allowed for the early identification of infected 
persons with a wide variety of disease manifestations. 
In the beginning of the epidemic, groups were identified and separated based on 
these risk factors: homosexual or bisexual males represented 75%; intravenous drugs 
abusers with no history of male homosexual activity represented 13%; Haitians with 
neither a history of homosexuality nor a history of intravenous drug abuse represented 
6%; persons with hemophilia-A who were Haitians, homosexuals, or intravenous drug 
17 
abusers represented 0.3%; and persons in none of the groups represented 5% (CDC 
MMWR Supplements, 1982). 
As the face of the epidemic changed, the magnitude and character have also 
changed. In 1997, Chu and Curran identified the current epidemic to be more complex, 
having developed into a series of sub-epidemics with different times of onset and patterns 
of spread. Risk groups were no longer considered to be homogeneous; a single exposure 
category may also include several diverse social and cultural groups (Dobkins, 1995). 
For example, while the number of cases among men who have sex with men (MSMs) 
currently is not increasing as rapidly as before, new infections are occurring at high rates 
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among young MSMs in urban centers and among black MSMs in the South (CDC, 2001; 
CDC, 1995). One pattern that has remained consistent throughout the epidemic is the 
disproportionately high rate of HIV infection and ADDS among black and Hispanic men, 
women, and children, who are over-represented in almost every transmission category 
(CDC, 2001; Chu & Curran, 1997; Dobkins, 1995; Jenkins, 1992). This disproportion in 
rates primarily reflects a much higher rate of AIDS among black and Hispanic men than 
among white intravenous drug users (IDUs) and their sex partners and infants; however, 
AIDS rates among MSMs are also higher among black and Hispanic men than white men 
(Chu & Curran, 1997; Buehler et.al, 1995; Jenkins, 1992). 
Two decades into the history and complex nature of this epidemic, no one could 
have imagined this disease would have impacted the lives of millions of people 
worldwide. AIDS has spread in the United States far beyond the risk groups in which it 
was first described and is currently affecting people in all segments of the population, 
including ever-increasing numbers of women, children, and adolescents. 
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Transmission 
HIV can be transmitted from one person to another in numerous ways. The 
following modes of transmission have been documented and are stated below (Campbell, 
1999; Walker, 1994): (a) transfusion of HIV contaminated blood or blood products — the 
direct introduction of the virus into the bloodstream; (b) the use of shared needles, 
unsterile apparatus for injecting drugs; (c) being the recipient partner in anal intercourse 
with no condom used; (d) industrial-medical negligence and/or accident; (e) vaginal 
intercourse with no condom; (f) being the insertive partner in vaginal intercourse with no 
condom; (g) being the insertive partner in anal intercourse with no condom; (h) oral sex; 
(i) anal intercourse with condom protection; (j) vaginal intercourse with condom 
protection; and (k) transfusion of screened blood or blood products. In addition, a child 
who is bom to an infected mother has a 25 percent chance of risk for HIV infection 
(Forsyth, 2000; Buehler et al. 1995; Walker, 1994). 
Epidemiology of HIV/AEDS 
The vims that causes AIDS, now called human immunodeficiency vims (HIV), 
was first isolated in the United States in 1984. By the end of that year there were 389 
reported cases of AIDS. As of June 2001, the number of reported cases had increased to 
793,026 (CDC, 2001). The number of people infected with HIV/AIDS in the United 
States continues to rise at an alarming rate. As the third decade of the AIDS epidemic 
approaches, several trends in the number of reported ADDS cases have emerged—trends 
that are likely to affect the nature of the epidemic for years to come. 
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Trends and Changes in the Epidemic 
The impact of the HIV/AIDS epidemic in the United States is most dramatically 
illustrated by national mortality data. Among persons 25-44 years of age - - the most 
heavily affected age group - - HIV infection became the leading cause of death in 1992 
among men and the fourth leading cause among women as reported by the National 
Center for Health Statistics (CDC, 1993). Among African-American women in the same 
age group, HIV/AIDS was the third leading cause of death in 1999 (CDC, 2001). 
The impact of HIV on mortality has been greatest in large metropolitan areas. By 
1991, HIV infection had become the leading cause of death among men aged 25-44 in 
sixty-four large cities throughout the nation, accounting for one-third to two-thirds of 
deaths among men in this age group. HIV/AIDS disease among women aged 25-44, 
became the leading cause of death by 1991 in nine cities, mainly along the eastern 
seaboard, and accounted for one-third to two-fifths of deaths (Selik, Chu, & Buehler, 
1993). It is important to note that these national statistics do not reflect differences in 
various communities of the same race or ethnicity. 
By the end of 1993, the CDC reported 361,509 cases of AIDS in the United 
States. The first 100,000 cases occurred over an eight-year period, the second 100,000 
were reported in two and one-quarter years, and the third 100,000 in less than one and 
one-half years (Forsyth, 1995). This dramatic increase seen in 1993 was in part due to 
the expansion in the case reporting definition of AIDS to include HIV positive 
individuals. 
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Surveillance Definition in the United States 
The surveillance case definition was initially developed before the cause of AIDS 
was known. Revisions of the definition in 1985, 1987, and 1993 broadened the list of 
conditions reportable as AIDS. Symptoms diagnosed as pneumocystis carinii pneumonia 
[PCP] and Karposi's sarcoma, including conditions more common among intravenous 
drug users (i.e., recurrent bacterial pneumonia), allowed for greater emphasis on HIV 
testing (Chu & Curran, 1997; Buehler et.al, 1995). 
The 1987 revisions significantly increased the number of reported cases, 
particularly among blacks, Hispanics, and IDUs (CDC, 1998). The 1993 revision 
expanded the case definition to include all HIV-infected persons with less than 200 CD4+ 
T lymphocytes and added to the twenty-three conditions in the 1987 AIDS case definition 
three conditions: pulmonary tuberculosis, recurrent pneumonia, and invasive cervical 
cancer (Chu, 1997; CDC, 1992). The 1993 expansion further allowed for AIDS 
surveillance to more accurately reflect the number of persons with severe 
immunosuppression and those at highest risk for HIV-related morbidity. The original 
surveillance definition of AIDS was criticized for omitting disorders of women's 
reproductive systems (Campbell, 1999; Cohen, 1993). It was not until 1993 that the CDC 
expanded the case definition to include invasive cervical cancer as an indicator of illness 
in women (CDC, 1993a). 
Changing Face of HIV Disease 
During the early years of the epidemic, persons infected with the virus were 
predominately white homosexual males or bisexual males, followed by the recipients of 
blood or blood products, then intravenous drug users, and ultimately children of mothers 
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at risk (Greenblatt & Hessol, 2000). However, in recent years there has been a significant 
change in the characteristics of the epidemic. The magnitude of the epidemic has 
increasingly affected adolescents and young adults, particularly women and ethnic 
minorities (CDC, 2001; Peqeuenat & Szapocznik, 2000). In fact, inner-city African- 
Americans represent 50% of all new HIV cases diagnosed with AIDS (CDC, 2001; 
Boyd-Franklin et al. 1995). Women have represented an increasing proportion of 
reported AIDS cases in the United States, accounting for 23% of adult cases from July 
1998 to June 1999 (CDC, 1999). In the year 2000, adult and adolescent women of 
African American decent represented 80% of women diagnosed AIDS cases (CDC, 
2001), as compared to 61% of cases in men (Greenblatt & Hessol, 2000). 
Women and HIV Disease 
During the past decade, HIV infection among women in the United States has 
increased significantly, especially in communities of color. The Centers for Disease 
Control estimates that, in the United States, between 120,000 and 160,000 adult and 
adolescent females are living with HIV infection, including those with AIDS (CDC, 
2001). Since 1985, the proportion of all AIDS cases reported among adult and adolescent 
women has more than tripled, from 7% in 1985 to 25% in 1999 (CDC, 2001; Pequegnat 
& Szapocznik, 2000), with a significant number (38%) of those infections due to 
heterosexual transmission (CDC, 2001). While representing 12 percent of the U. S. 
population, African-American men account for 35% of the AIDS cases among males in 
the 13-24 age group; however, African-American women account for 51% of the cases 
among the same age group (Campbell, 1999; CDC, 1998b). Worldwide, women 
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represented 43% of all adults living with HIV/AIDS and the proportion has been steadily 
increasing (UNAIDS, 1998). 
Wingood and DiClemente (2000) indicate that HIV infection among women 
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continues to increase and women are often at risk because of the behavior of their 
partners. In 2000, 38% of women reported with AIDS were infected through 
heterosexual exposure to HIV, followed by injection drug use (CDC, 2001; Greenbalt & 
Hessol, 2000). Quinn (1996) identified sexual transmission of HIV as the predominant 
mode of transmission worldwide. In the U. S., heterosexual contact is the third most 
common mode of HIV transmission (CDC, 2001), accounting for 7% of all AIDS cases 
(Chu & Curran, 1997). 
More recently, there has been strong evidence that there is more efficient 
transmission of HIV from men to women than from women to men. One of the 
facilitators of HIV transmission maybe the presence of a re-occurring STD infection that 
increases the vulnerability of HIV infection (Wyatt & Chinn, 1999; Wyatt, Moe, & 
Guthrie, 1999; CDC, 1998a). Because there are frequently no signs or symptoms for 
STDs in women, they may not seek treatment. Consequently, women who engage in 
fewer risky sexual acts than men may still be at greater risk of becoming infected 
(Pequegnat & Stover, 1999; Campbell, 1999). 
Another aspect of HIV disease that placed women at higher risk is HIV disease 
progression. Women, even those with a lower viral load than men, appear to have a 
poorer disease course and present with an assemblage of opportunistic infections 
(Greenbalt & Hessol, 2000; Pequegnat & Szapocznik, 2000; Campbell, 1997; Cohen, 
1995). Women were more likely to progress to an AIDS diagnosis and die from the 
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disease sooner than men (Pequegnat & Szapocznik, 2000). Furthermore, in most 
industrialized countries, women tend to have lower income, in addition to being 
uninsured or underinsured for health care, and know less about HIV. Usually women are 
more likely to be black or Hispanic, and have a personal or partner history of injection 
drug or cocaine use (Greenbalt & Hossell, 2000; Pequegnat & Stover, 2000). 
Another contributor to a lower survival rate is the fact that women are often not 
prescribed the latest therapies. They may not aggressively pursue the most effective 
therapy due to barriers in access to health care (Hackl et al. 1997; Cohen, 1993). Health 
care providers may not prescribe medications because they predetermine that women are 
too stressed and will not adhere to rigorous medication regimens. Wyatt, Moe, and 
Guthrie (1999) found one in ten women were not on any medication upon entry into their 
study of HIV-seropositive women. These documented issues about women and HIV 
disease progression have raised concerns about gender-based differences in the course of 
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HIV infection, which is still being investigated (Greenbalt & Hossell, 2000; Mann & 
Tarantaola, 1996). 
Regardless of the increasing rate of HIV infection among women and the unique 
challenges involved in being an infected woman, few studies have explored the 
experiences of HIV positive women. Semple et al. (1993) identified the major stressors 
in thirty-one predominantly Caucasian women living with HIV. The main HIV-related 
stressors were being informed of their HIV serostatus 27.8%; having chronic financial 
strain (11.1 %); terminating an exclusive relationship as a result of learning their HIV 
serostatus (11.1%); having a child develop behavioral problems subsequent to learning 
their serostatus (11.1%); and coping with the death of a friend from AIDS (11.1%). 
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Other studies report additional gender-specific stressors for women with HIV 
disease, such as caretaking responsibilities for a seropostive child, the decision to 
continue or terminate a pregnancy, the shame and stigmatization about having HIV, the 
isolation of not knowing other women with HIV, the lack of physicians who were 
knowledgeable about the medical and gynecological conditions common among women 
with HIV, and the lack of HIV support groups (Chin & Kroesen, 1999; Selwyn, 
O'Connor, & Schottenfeld, 1995). 
Women. Age and HIV/AIDS 
A large majority (74%) of women with ADDS were between 25 and 44 years old; 
their median age was 35 years old (CDC, 2001; Dunbar et al. 1999). The mean age at 
diagnosis with AIDS for women was 36 (Campbell, 1999). Women who are IDUs and 
sexual partners of IDUs make up the largest number of HIV infected women in the 
childbearing age. Although most of the women with AIDS were between 25-44, 13% 
were between 45 and 59 (CDC, 2001), which has contributed to the rising number of 
middle-aged women becoming infected. Both male and female cases were similar in that 
a majority of the infected women and men, 74% and 76%, respectively, are in the 25-44 
years old age category. The modal age category identified for men is 30-39 years old 
(CDC, 2001). 
Women. Mortality and HIV/AIDS 
The threat of women's health in the United States has become an issue of many 
debates. The onset of HIV infection has pushed the spectrum upward as it relates to 
AEDS-related illness and female mortality rates. Since 1985, the yearly proportion of 
increase in death rates attributed to HIV/AIDS for women has surpassed that of men 
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(Campbell, 1999; Chu and Curran, 1997; CDC, 1993). At the end of 1997, 55% of the 
women with HIV/AIDS had died compared to 63% of infected men (CDC, 1997a). 
Women. Race/Ethnicity and HIV/AIDS 
Eighty percent of women with AIDS were African-American and Hispanic/Latino 
women (CDC, 2001; Campbell, 1999; CDC, 1995). African-American women comprise 
65% of total female cases and Hispanic women comprise 20% of female AIDS cases 
(CDC, 2001). These numbers reflected an over-representation of female AIDS cases, 
because they were only about 21% of the total female population in United States (CDC, 
2001; Wortley, Chu, & Berkelman, 1997). 
The ethnic/racial profile for AIDS also differs from that of men with AIDS. The 
majority of men are white. Whereas African-American women comprised over half 
(65%) of female cases (CDC, 2001), African-American men made up almost one-third 
(35%) of the male cases (Campbell, 1999). The proportion of Hispanic and Latino 
female AIDS cases was roughly the same as Hispanic/Latino male cases (20% and 18%, 
respectively) (CDC, 2001). These data document the over-representation of African- 
American and Hispanic/Latino populations in the injection drug use and heterosexual 
transmission categories. 
Regional Differences in Women and HIV/AIDS 
Regional differences regarding disparities among HIV disease have been well 
documented in the literature. Both women and men who are greatly impacted live in 
urban areas of the United States. The AIDS epidemic resembles other epidemics of 
STDs in the urban centers where minorities are concentrated (Wyatt, Moe, & Guthrie, 
1999). 
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The largest percentage of female AIDS cases was found in the northeast and 
southeast regions of the United States. Cases were localized (CDC, 2001), with the 
highest rates located in urban epic centers, primarily on the East Coast. In contrast to the 
HIV/AIDS epidemic among men, the epidemic among women was concentrated in inner- 
city areas of the Northeast and Southeast (CDC, 2001; Wortley, Chu, & Berkelman, 
1997). 
Non-Infected AIDS-Affected Children and HIV/AIDS 
The majority of the children of HIV-infected women were not infected 
themselves and, therefore, will likely be orphans on the death of their mothers. As noted, 
estimates by Michaels & Levine (1992), reflected that as many as 125,000 affected 
children would be orphaned in the United States by the year 2000. These numbers 
suggested that (a) the number of children non-infected with HIV can be expected to 
dramatically increase in the coming years, (b) the families affected by HIV face a number 
of difficult challenges, and (c) extended families and community agencies will need help 
to develop effective programs to address these children's needs (Forehand et al. 1998). 
Physically well children in HIV-affected families were vulnerable to a series of 
psychosocial stressors that were not usually identified or treated. Stigma, secrecy, 
separations, losses, and orphan foster home placements - - which all impact their 
psychosocial development - - were often experienced in an environment of poverty, 
drugs, alcohol, violence, abuse, and prostitution (Lewis, 1995; Gossart-Walker, 1998). 
The literature suggested that those children age 8-12 who were affected have different 
needs that reflect their developmental ages (Boyd-Franklin, Steiner, & Boland, 1995; 
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Knox et al. 1994). The stress of living in an HIV-affected family is experienced 
differently by children based on their developmental stages and the needs reflected during 
this period. 
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Although there are many stressors noted in the literature that impact these 
children, three categories of stressors are discussed: (1) stigma, secrecy and shame (2) 
separation and loss, and (3) custody planning and caregiving. 
Selected Psychosocial Stressors 
Stigma, secrecy and shame. 
AIDS was seen as taboo in most communities because it is associated with 
promiscuous sex, illicit drugs, homosexuality, and racial stereotypes (Macks, 1990). 
Each of these factors evoked a host of primitive fears and fantasies; and these issues 
combined became the catalysts for discrimination (Roth et al. 1994). 
Stigma and discrimination associated with HIV disease may cause children and or 
their family member to suffer in silence (Masterman & Reams, 1998; Black, 1994). 
Physically well children in AIDS affected households suffer what is called "courtesy 
stigma," due to the association with those who have HIV (Birenbaum, 1970). People 
often avoid siblings and other family members in the same manner as the HIV infected 
person. Uninfected children in these families may cope by avoiding their sick sibling or 
parent, or others may choose to keep the illness a secret when interacting with friends and 
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neighbors. Coping for these children includes an array of emotions, from magical 
thinking about their infected sibling or parent to manifesting feelings and behaviors that 
indicates inappropriate self-reliance (Nagler et al. 1995; Roth et al. 1994). 
28 
Children affected by AIDS will spend a great deal of time hiding from the shame 
associated with HIV disease. Mellins and Ehrhardt (1994) indicate that siblings living in 
homes where HIV disease is present reported the stress of carrying the secret of HIV- 
infection as overwhelming. These siblings constantly desired that they could share the 
secret with other siblings and friends to obtain support. Changes in social behavior are 
evidenced in feelings of isolation, neglect, or damage goods, feeling worried and sad are 
common ramifications of carrying this secret (Andiman, 1995; Knox, 1989). Most 
enduring of them all is the issue of secrecy and shame. This level of secrecy and shame 
many times contributes to the affected family's increasing alienation from traditional 
social supports of the extended family and community institutions. 
Separation and Losses. 
Children who lived in households where HIV disease was present oftentimes 
learn to live with a chronic sense of vulnerability, lack of emotional security and 
permanence in their lives due to multiple losses they encounter (Lewis, 1995). This loss 
included multiple family members, changing of residences, permanency and custody 
problems, inconsistency in caretakers, and separation from siblings (Fair et al. 1995). 
Separation from parents or siblings when illness occurs is oftentimes a familiar 
and frequent experience for well children in these families. Many times, the HTV- 
affected child is left with a relative or outside caregiver to care for them during this 
period. This separation further confused the child and disrupted their daily routine 
(Weiner et al., 1998). 
The growth and development of young children may also be significantly 
impacted by parental depression and unpredictable and erratic behavior, when a parent 
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experiences HIV sympathology. As a result, some of these children developed an 
insecure or anxious attachment to caretakers (Masterman & Reams, 1998; Nagler et al. 
1995). These emotions are exacerbated when the family has never disclosed the HTV 
status or the seriousness of the illness. And, in reality, due to the new medication's ability 
to delay the complications of HIV disease, when these patterns of separations are 
experienced they are often the precursors to the permanent loss of a parent. 
A child living with a mother who has HIV infection or AIDS eventually faces the 
psychological challenge of bereavement. The premature death of a parent is an 
overwhelming challenge for a child and it is compounded by the stigma attached to HIV 
disease in our society (Draimin, 1995). And, in many families these children experience 
multiple losses, not only the loss of one parent, but in some instances they experience the 
loss of both parents and their sibling(s). These losses are comparable to wartime 
experiences (Evans et al. 1994), with too few resources to help them deal with the issue 
of bereavement and its repercussions (Taylor-Brown et al. 1998). The traumatic loss of a 
parent or a sibling during childhood may have long-term consequences (Carins et al. 
1979; Lavigne, 1980). Children who experienced such early losses may be prone to 
depression, school difficulties, and may become sensitive to later threats of loss (Boyd- 
Franklin et al. 1995; Black, 1994). These children were also at risk for developing 
depression in adulthood (Bowlby, 1980). 
Custody Planning and Caregiving. 
Many mothers living with AIDS do not make custody plans because they are in 
denial about their own illness. The possibility of premature death is an overwhelming 
challenge for any parent to deal with, and the threat of their loss is compounded by the 
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stigma attached to HIV infection in our society (Taylor-Brown et al. 1998). Eighty 
percent of HIV positive women have children who are under the age of 20 (Draimin, 
Hudis, & Segura, 1992). Several myths have existed about the outcome of children 
affected by AIDS. One of the most common myths is that "most AIDS orphans end up 
living in foster care" (Bauman et al. 2000). This myth is fostered by the fact that many 
mothers living with AIDS usually do not successfully effect a custody plan until the HIV 
status is disclosed to family members. Although many parents have not thoughtfully and 
proactively established a custody plan, in the majority of cases, siblings will be able to 
continue living together as a family (Taylor-Brown et al. 1998; Dramin et al. 1996). The 
eldest teen in some cases becomes the legal guardian for his or her younger siblings. In 
contrast to these myths, data collected from two studies - - the Pediatric Spectrum 
Disease Project, which included six cities (Los Angeles, New York City, Houston, 
Dallas, San Antonio, Massachusetts, Washington, D.C., and San Francisco) (Caldwell et 
al. 1992); the New York City Human Resources Administration Division of AIDS 
Services (Dramin et al. 1992; Gamble, 1993) - - from 1992 to 1994 indicate that a vast 
majority of affected children who became “AIDS orphans” were placed with other family 
members, at least for the first year following the death of a parent. Teenagers, on the 
other hand, particularly if they were experiencing behavioral problems, tended to be 
difficult to place with other siblings and were often separated (Hudis, 1995; Rotheram- 
Borus & Lightfoot, 2000). 
In addressing the realities of permanency planning and outcomes for children who 
have been or who will become orphaned by AIDS, the paucity of available research on 
what happens to these children should be acknowledged. Since 1994, there have been a 
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limited amount of studies recorded that document long-term outcomes on these children. 
To highlight the importance of this population, the next section will examine the 
phenomenon of AIDS orphans. 
AIDS Orphans 
The term "orphan" used throughout Western history has most often been used to 
describe a child who had lost either one or both parents. By the end of 1997, AIDS 
orphaned over 8 million children worldwide, 70,000 of whom reside in the United States 
(United Nations Programme, Report on the Global HIV/AIDS Epidemic, 1998). Most 
children who have lost a parent to HIV/AIDS have lost a mother because, typically, the 
primary caregiver is the mother. In some cases, families have lost a father to AIDS, 
resulting in the breakup of the family. Because there were limited data on the offspring 
of fathers who have died of AIDS and no male fertility rates equivalent to fertility rates 
among women were available, most epidemiological analysis was based on motherless, 
not fatherless, children (Levine, 1995). 
At the end of 1991, it was estimated that the number of AIDS orphans in the U. S. 
ranged between 14,500 and 18,200. By the end of the 21st century, the number was 
projected to rise between 75,000 and 125,000 (Bauman et al. 2000; Levine, 1995; Seigal 
& Gorey, 1994). In the next ten years, it is projected that at least 40 million children in 
Africa will be orphaned to AIDS (Newsweek, 2000). Furthermore, while it is evident 
that men and women in the prime of their childbearing years are the most widely 
affected, it has only been within the past few years people have begun to question the 
implications this has on the many children and adolescents who will survive the death of 
a parent by an HIV related cause (Pequegnat & Szapocznik, 2000; Ramos, 1998; Siegal 
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& Gorey, 1994). Women represented in mortality statistics so far have mainly been 
identified as being in their 30s and 40s, but as younger women become infected with 
HIV/AIDS, it is expected that the proportion of younger children who are orphaned will 
likely increase (Michaels & Levine, 1995). People who live and work in the hardest hit 
communities such as New York City, Newark, and Miami were well aware of families 
with surviving children of the epidemic, but there have been no epidemiological studies 
on orphans of the AIDS epidemic in the United States (Forehand et al. 1999; Levine 
1995). 
Based on a review of the literature, few descriptive studies have examined this 
population (Draimin, 1999; Forehand et al. 1998). Currently, there exist two empirical 
studies conducted with AIDS orphans: one limited to the needs of AIDS-affected 
adolescents (Draimin, 1999), and the other limited to the transition-related characteristics 
and psychosocial adjustment of AIDS-affected children at 6 months after a mother dies 
from AIDS (Forehand et al. 1999). In addition to these studies, two recent presentations 
at the International AIDS Conference have provided some data on the transitions faced 
by these children. 
Draimin (1999) reported the results of a 1993 study conducted by the Division of 
AIDS Services in New York City on healthy adolescents and how they cope living with a 
parent or caregiver who has HIV. The ages of the children in the study ranged from 10- 
19 in forty families with AIDS. Face-to-face interviews were conducted with the 
adolescents and their parent or guardian. In half of the families, the parent or guardian 
was the infected person and in the other half, the parent had passed away and the 
caregiver was the new guardian. According to Draimin, there was a consistent theme of 
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disclosure, custody planning, and lack of social supports for the adolescents. Self-esteem 
measures such as depression and anxiety were administered to the adolescents and no 
significant differences were found between the two adolescent groups and national 
norms. When measures were given to the caregivers, however, it was found that 25% of 
the adolescents were exhibiting severe depressive symptoms. Finally, the researchers 
observed that disclosure was a challenge in each of the forty families. 
The Forehand (1999) study consisted of twenty orphans and a control sample of 
forty children from the same neighborhoods, as well as their mothers or caregivers. The 
children ranged in ages from 6-11 years. Two assessments occurred: (1) prior to the 
death of the mother in the orphan group, and (2) six months after her death. The results 
indicated that relatives, particularly maternal grandparents, became the new caregivers of 
the children, no more than one residential move occurred following the mother's death, 
and new caregivers were providing a stable home environment. There were no 
significant differences in psychosocial adjustment following maternal death. No studies 
have addressed the impact of maternal HIV infection on the psychosocial adjustment on 
their non-infected child (Forehand, 1998). 
Data from a Boxer et al. (1998) presentation found that in only 25 percent of the 
cases where a mother was diagnosed with AIDS had legal custody arrangements been 
established prior to the mother's death. Most (91%) of the children resided with a family 
member, primarily grandparents. In another adolescent sample, Rotheram-Borus et al. 
(1998) found that most AIDS orphans (85 percent) were cared for by a female family 
member, there was little change in caregivers over a six month period, and the caregiver 
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tended to provide a more stable home environment (e.g. employment, two-parent family) 
than did the adolescent's biological mother prior to death. 
As has been discussed, the number of AIDS orphans is growing drastically in the 
United States. The number of AIDS orphans was estimated to be between 14,500 and 
18,200 at the end of 1991 and projected to reach between 75,000 and 125,000 by the year 
2000 (Levine, 1995; Seigal & Gorey, 1994). The term "AIDS orphan" implies that these 
children will inevitably face death during their childhood; therefore, it is important we 
comprehend how children at different developmental stages understand death, illness and 
AIDS. 
Factors Related to Children's Understanding of Death, Illness and AIDS 
Those who encounter children who may be confronting a death should acquire 
adequate knowledge of what children can and do understand about the concept of death 
(Ramos, 1988). One factor related to a child's ability to understand death is his adaptive 
abilities and cognitive development (Wiener et al., 1998); therefore, many studies 
focusing on children's perceptions of death have looked at it from a developmental 
perspective (Guy, 1993; Landsdown & Benjamin, 1985; Kane, 1979; Nagy, 1948). 
Researchers who have studied the development of death concepts in children consider 
Piaget's model of cognitive development to be a building block in understanding how 
children gain an understanding about death (Landsdown & Benjamin, 1985; DeSpelder & 
Strickland, 1983; Kane, 1979). Piaget's model looks at children as they move through 
different developmental stages, each building upon the next. As children began to 
understand death and other psychological issues related to HIV (e.g., chronic illness, 
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knowledge about the illness) certain factors such as the child's age, the relationship with 
their parent and knowledge level about the illness must be addressed. 
As noted, a child's psychological reaction to chronic illness depends on their 
cognitive and adaptive functioning. Psychological risk factors associated with chronic 
illness of any kind may nevertheless adversely affect the child's and the family's coping 
capacities. These risk factors and others may also affect the child who is exposed to 
stresses brought on by the "chronic" HIV infection and illnesses in a family member 
(Lewis, 1994; Cohen, 1994; Garmezy & Rutter, 1988). Garmezy and Rutter (1988) 
found that repeated stressors (e.g., multiple hospital admissions of an ill parent) were 
more likely to be related to psychological disturbance in children. 
Another factor that must be considered when assessing for psychological risk in 
children is the child's temperament and the adaptive capacities of the parent (Lewis, 
1995). The "goodness of fit" between the parent and the child is crucial. A parent must 
be responsive to the child's needs by providing them with age appropriate information 
about the illness. In the case of AIDS, children may react to the stress with symptoms 
often seen in post-traumatic stress disorder: marked feelings of insecurity and greatly 
intensified attachment behaviors, sleep disturbances with bad dreams, school difficulties, 
and withdrawal (Black, 1994). A well-documented characteristic of the psychological 
reaction in the case of AIDS is the apparent need of children and other family members, 
infected as well as affected, to keep the illness a secret (Wiener et al. 1998). 
How a child comprehends HIV also depends largely on their developmental age 
in addition to how information is communicated to them. At least two-thirds of children 
in first grade and 90 percent of third-graders have heard of AIDS (Lewis, 1995). Some 
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common sources of information are television, parents, teachers, and friends. Thus 
children in HIV-affected families will have already heard about AIDS even when there is 
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a secret about who in the family has the disease. 
Most children learn that AIDS is a serious problem and can be fatal. School age 
children know that AIDS has some relationship to sex, but may be confused about the 
details of transmission, i.e., kissing or by holding hands (Lewis, 1995). Adolescents 
usually receive information about the disease from peers, which sometimes may or may 
not be adequate. This misinformation can place them at risk for contracting the disease, 
as well as an increased sense of anxiety. 
Given these and other widespread confusions about AIDS among children, it is 
imperative that accurate information about the disease and its prevention be provided to 
children in pedagogically sound ways. It is also imperative that information presented is 
consistent with the child's cognitive stage of development- -with recognition, that is, of 
the child's understanding of illness and death. 
In summary, regardless of their chronological or developmental ages children 
who encounter AIDS must deal with the impending death of a parent. They must also 
deal with the stressors related to HIV/AIDS that typically do not exist with other illness. 
Stigma, secrecy and shame, loss, including multiple losses and separation, are just a few 
that have been discussed in this research. Therefore, how a child learns to cope with 
these issues is important. This next section explores how a child's psychosocial 
development impacts their ability to cope with a mother who is infected by HIV/AIDS. 
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Theoretical Concepts That Address Psychosocial Development in Children 
Psychosocial development theory, which is rooted in the human development 
theory, is seen as a product of psychological and social maturation occurring at any time 
during the life cycle encompassing emotional, personality and social development 
(Arehart & Small, 1990; Newman & Newman, 1987). The underlying assumptions of the 
human development approach are: (a) growth occurs at every period of life; (b) 
individual lives show continuity and change as they progress; (c) we must understand the 
whole person; and (d) every person's behavior must be viewed in the context of the 
relevant settings and personal relationships (Newman & Newman, 1987). 
The approach to psychosocial development emphasized by Newman and Newman 
(1987) is based on five organizing concepts: (1) stages of development; (2) 
developmental tasks; (3) psychosocial crises; (4) central processes for resolving the 
psychosocial crises; and (5) coping behavior — the behavior that people generate to meet 
the challenges and build the relationships within their lives. To further explain the use of 
psychosocial development theory for the current study, an examination of the five 
organizing concepts is in order. 
Stages of Development 
A stage of development is a period of life that is characterized by an expression of 
underlying stage structure (Newman & Newman, 1987). Each stage has some 
characteristics that differentiate it from preceding and succeeding stages. Each new stage 
incorporates the gains made during earlier stages (Davison et al. 1980). The stage 
concept is useful in suggesting areas of emerging competence or conflicts that attempt to 
explain a range of behaviors. 
38 
Erik Erikson, considered by many as a pioneer in developmental theories, 
categorized the development of a person through eight stages: 
1. Trust versus basic mistrust; 
2. Autonomy versus shame and guilt; 
3. Initiative versus guilt; 
4. Industry versus inferiority; 
5. Identity versus role confusion; 
6. Intimacy versus isolation; 
7. Generativity versus stagnation; and 
8. Ego integrity versus despair. 
Erikson's developmental model suggests that development proceeds through a 
predetermined sequence of nuclear crises and each crisis represents a pivotal task or 
turning point in the development of personality (Pillari, 1988). Erikson further posits that 
there is no going back to an earlier stage because life experiences makes this impossible. 
Developmental Tasks 
The concept of developmental tasks defines what is considered healthy, normal 
development at each stage. The tasks have a sequential nature, in that success or failure 
in learning the tasks of one stage is believed to lead to greater chances of success or 
failure in learning those of later stages (Newman & Newman, 1987). Developmental 
tasks consist of a set of skills and competencies that contribute to the mastery of one’s 
environment. For example, the task of infancy is when a child attaches with the 
caregiver. This task presents itself early on in one’s development and must be mastered 
at this time of life. A person's ability to develop intimate relationships later in life is built 
on an initial sense of attachment to a caregiver during the infancy stage. Mastery of the 
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developmental tasks is influenced by resolution of the psychosocial crisis of the previous 
stage. 
Psychosocial Crises. 
Psychosocial crisis refers to the person's psychological efforts to adjust to the 
demands of the social environment at each stage of development (Newman & Newman, 
1987). Development at each stage of life is coupled with society and social groups that 
place psychic demands on individuals. Two phenomena, state of tension and radius of 
significant relationships, are discussed as they relate to psychosocial crisis. 
a. State of Tension. Societal demands placed on individuals differ from 
stage to stage. These demands are experienced and viewed as guidelines and expectations 
for behavior. By the end of each stage of development, a person attempts to become 
resolved and adjusts to the demands that society places on them while at the same time 
translating these demands into personal terms. This process produces a state of tension 
within the individual that must be reduced before moving to the next stage. The 
psychosocial crisis of a given stage forces the person to use developmental skills recently 
mastered. 
b. Radius of Significant Relationships. Erickson (1982) points out that there 
is a radius of relationships at each stage of development. During childhood, adolescence, 
and early adulthood, there is an expansion and variety in the number of relationships and 
their level of depth and intensity. The demands made on a person are usually made by 
these changing relationships and it is these relationships that transmit the messages of 
society and produce the tension state within the individual. 
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Central Processes for Resolving the Psychosocial Crisis. 
The central process refers to a system that links the individual's needs with the 
requirement of culture at each life stage. As these processes occur, significant 
relationships and relevant skills change in order for a person to continue to grow. Every 
psychosocial crisis reflects some discrepancy between the person's developmental skills 
at the beginning of the stage and societal pressures for more effective, integrated 
functioning (Neuman & Neuman, 1987). As children develop, they exercise new skills 
and capacities for social relationships. The demands placed upon them by society make 
up their social system, a process described by Erickson as a way of becoming integrated 
into society. The demands of the world around them serve as natural stimulators of their 
social system. 
Coping Behavior. 
Coping behavior refers to active efforts to resolve stress and create new solutions 
to the challenges of each developmental stage. Newman and Newman (1987) identify 
three components of the coping process: (1) the ability to gain and process new 
information, (2) the ability to maintain control over one's emotional state, and (3) the 
ability to move freely within one's environment. Coping behaviors can be understood as 
those that allow for the development and growth of the individual as opposed to the 
maintenance of balance in the face of threat. 
One shortcoming of psychosocial development theory is that most developmental 
psychology theories were developed decades ago primarily on white middle class 
populations. Therefore, they do not take into account generational as well as cultural 
issues that have changed in most children, particularly African-American children. 
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As applied to the current research, it is assumed that African-American AIDS- 
affected children are at risk for inadequate psychosocial development due to their 
mother's HIV/AIDS infection. As a result they experience increased levels of depression, 
anxiety, somatization, and external problem behaviors as they develop and move through 
each stage of development. 
Noted psychologists Comer and Poussiant (1992) suggest that specific issues 
relating to African-American children are pertinent as psychosocial development is 
addressed. Some of those issues include racism, economics, oppression, and 
environment, e.g., changes in neighborhood that have intensified the rise of illegal drug 
use, crime and HIV/AIDS. Each of these issues contributes to the challenges faced by 
healthy African-American children on a daily basis, which further places them at risk for 
inadequate psychosocial development. 
They further assert that African-American children have consistently borne the 
devastating effects of white racism. Many have also shouldered the double burden of 
growing up both poor and black. The economic hardships that have traditionally plagued 
the black family have directly impacted the African-American child in a number of ways. 
In some parts of America, African-American children continue to live in homes without 
running water or toilets, which makes it difficult, if not impossible, to maintain necessary 
sanitary conditions. Food, clothes, shoes, and other basic items are often scarce. The 
drug and crime culture of the 1980s and 90s has severely impaired the health and well 
being of many African-American children, causing them to grow up and develop in an 
environment that is plagued with chaos, alienation, and often times despair (Comer & 
Poussiant, 1992). 
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In summary, psychosocial development theory as noted in the literature is a very 
important concept as it relates to an individual’s development. Regardless of the number 
of approaches used to describe its usefulness when applied across the life span, it is a 
carefully woven tapestry of biological, psychological, personal, cultural, historical, and 
political factors in the human span of life (Pillari, 1988). 
Theoretical Framework 
For the purpose of this research, psychosocial development theory as defined by 
Comer and Pouissant is used as the theoretical framework to explain the selected mental 
health variables and behaviors in African-American AIDS-affected children. This 
perspective is chosen because of its inclusion of certain specific environmental and 
cultural factors which impact African-American children and their development. 
Comer and Pouissant identify four stages of psychosocial development in 
African- American children: infancy, preschool, middle school, and adolescence. Each 
stage is defined as a process of development from birth to age 18. While there is some 
overlap to these stages, for the purpose of this research this perspective best describes the 
development of African-American children. 
The following developmental stages will be investigated and discussed: school 
age, middle, school and adolescence. According to Comer and Pouissant, by the time a 
child reaches school age (5-8 years) several things take place. They become acutely 
aware of the fact that they are separate and distinct from their parents. They become 
more aware of differences. This is when children are beginning to move beyond their 
family and into the world. Self-doubt and fear begins to arise. As a result, around the 
age of 6 or 7 they develop a passion to belong. At this stage of development children 
also begin to understand racial differences. It is at this age that children do or do not 
"sign a contract" with society (p. 120). This is when society expects parents, teachers, 
and caretakers to help children adapt to the desirable attitudes, values, and ways of life. 
This process is called socialization. The problem with this process, Comer and Poussaint 
point out, is that African-American parents have been forced to "adapt" to and 
accommodate themselves to society without receiving in return the same sense of 
belonging and security that white families receive. 
The next stage, elementary school-age children (9-12 years) understand the 
concept of race quite well. Attitudes about their race and other races are fast becoming a 
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part of their personality. The type of experiences children have help to determine the 
person they become, which will determine the racial attitude they develop. Again, fear 
and frustration are the underlying causes of racist attitudes in individuals. Children at 
this stage who demonstrate positive feelings about themselves, who are successfully 
coping with life, and do not have the racist attitudes forced on them by their parents have 
no need to repeatedly put down other groups in order to build up their own self-esteem. 
Poussaint asserts this is true of all children, regardless of race. 
Adolescence, the final stage of psychosocial development presented by Comer 
and Poussiant, is defined as the time of life between puberty (ages 10-13) and young 
adulthood (ages 18-21), however there is much individual variation. During this stage, 
critical sexual development and emotional growth takes place. This period of 
development usually takes place at similar times between both African-American and 
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white children. Occasionally puberty is delayed in some children who have suffered 
from chronically poor nutrition or physical disorders. 
African-American children who are reared in an environment of poverty and who 
are forced to assume adult responsibilities at an inappropriately early age may be socially 
advanced for their years. The burden of adult tasks may inhibit the child's ability to pass 
through the usual stages of childhood. This process in development of African- 
American children is often times given negative labels by the majority population. 
The issue of racism is very real at this stage of development for African-American 
children. The search for identity at this stage combined with racial issues has caused 
many adolescents to participate in behavior that consequently led to despair, and many 
may give up—and become victims of a negative environment. Comer and Poussiant 
further give attention to the time span of the 1980s and 90s when the rise of drugs, 
HIV/AIDS, violence and other illegal activity dominated the African-American 
community. It is during these times that the development of African-American children 
both socially and emotionally is greatly impacted and places them at risk for inadequate 
psychosocial development. 
As noted, children develop through stages across the life span. While each stage 
of development has some degree of applicability for the current examination of a 
mother's HIV/AIDS status and mental health variables (depression, anxiety, somatization, 
and external problem behavior) in healthy AIDS-affected children, the following stages 
will be addressed: early childhood, 4-6 years; middle school, 6-11 years, adolescence, 12 
years-young adult (and sometimes as early as 10-11 years), as it relates to psychosocial 
development. 
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The following relationships are hypothesized about the dependent variables: 
Research Hypothesis 1. Based on the parent's perception rating, there is a statistically 
significant difference in levels of depression among African-American HIV/AIDS- 
affected children and those children who are not HIV/AIDS-affected. According to the 
literature, children affected by HIV/AIDS experience many social stressors, e.g., stigma, 
secrecy, separation, losses and orphanhood, which impact their psychosocial 
development and are often experienced in an environment of poverty, drugs, alcohol, 
violence, abuse, and prostitution (Lewis, 1995; Gossart-Walker, 1998). 
Research Hypothesis 2. Based on the parent's perception rating, there is a 
statistically significant difference in the levels of anxiety in African-American 
HIV/AIDS-affected children and children who are not HIV/AIDS-affected. Children 
affected by HIV/AIDS learn to live with a chronic sense of vulnerability and a lack of 
emotional security and permanence in their lives due to multiple losses they encounter 
(Lewis, 1995; Fair et al. 1995). As a result, some of these children develop an insecure 
or anxious attachment to caretakers (Masterman & Reams, 1998). 
Research Hypothesis 3. Based on the parent perception rating, there is a 
statistically significant difference in the levels of somatization in African-American 
HIV/AIDS-affected children and children who are not HIV/AIDS-affected. Poussaint 
and Commer (1992) document that emotional tension can cause African-American 
children to experience psychosomatic illnesses. They assert that a combination of a 
person's physical makeup and certain stressful or difficult situations can lead to 
psychosomatic illnesses. The stressors identified in the literature that AIDS-affected 
children face might contribute to the issue of somatization. 
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Research Hypothesis 4. Based on the parent perception rating, there is a 
statistically significant difference in African-American HIV/AIDS-affected children with 
external behavior problems than children who are not HIV/AIDS-affected. The issue of 
aggression as explained by Poussaint and Comer can sometimes be viewed as a healthy 
thing in African American children. Children ages 2-4 years move from a period of 
dependence to independence and as they grow and develop their parents or caretakers are 
met with some level of resistance from the child. This resistance, often times labeled as 
aggression, is described as a kind of life energy, which must be modified and channeled 
in order for a child to successfully cope with the rules placed on him by society. 
Summary of Related Literature 
A review of the literature indicates that several conclusions can be drawn about 
HIV/AIDS and affected children. First, there is a vast amount of evidence that points to 
the fact that HIV/AEDS is an alarming epidemic in the United States, which affects 
subpopulations at disproportionate rates. Second, a harsh reality of the disease is that 
many children will watch their parents become ill and subsequently die, thus becoming 
the “new orphans” in America. Furthermore, the impact of this reality may cause damage 
to a child’s psychosocial development. Third, research indicates that AIDS-affected 
children suffer numerous social and emotional stressors, and that they have the ability to 
understand illness, death, and AIDS at a young age, but the depth of their understanding 
is closely tied to their cognitive development. Lastly, there are many areas related to 
HIV/AIDS in need of research. Investigators have just recently begun to examine the 
impact of maternal HIV/AIDS on the psychosocial development of healthy children 
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living in homes where the disease is present. There remains a huge under-representation 
of this population in the literature. 
In view of the major conclusions drawn from the review of the literature, the 
purpose of this study is to address one of the many questions that remains unanswered 
concerning healthy children living with a parent or caretaker who is diagnosed with 
HIV/AIDS. This study attempts to gain a better understanding of how healthy African- 
American children and adolescents cope with a mother’s HIV/AIDS diagnosis. Factors 
that will be taken into account include the child’s cultural background, parental 
education, and socioeconomic status. 
Because a review of the literature indicated that few descriptive studies have 
examined this population, and only one empirical study has focused on adolescents, and 
no empirical studies have been completed on children’s psychological reactions to a 
mother’s HIV/AIDS diagnosis, the current study seeks to add to the empirical foundation 
by examining healthy children’s coping from an empirical basis. This study is a 
replication of a previous study that focused on four mental health behaviors: depression, 
anxiety, somatization, and externalizing maladaptive behaviors, which were hypothesized 




The purpose of this study was to compare selected mental health variables and 
behaviors between inner-city African-American children who live in a family where their 
mother is infected with HIV/AIDS (also known as “AIDS-affected” children) and 
children who live in non-AIDS infected families. To be eligible to participate in the 
study, the child was required to have a mother who was diagnosed with HIV or AIDS and 
who was still living. This chapter describes the methodology used to carry out the study. 
It includes the sampling techniques, instrumentation and procedure, and research 
questions and design. 
Method 
Sampling 
To address the aforementioned research questions and hypotheses, a survey of 
agencies that provided services to women and children infected with the HTV/AIDS in 
the Metro Atlanta area was conducted. To collect the data for this research, the 
demographic questionnaire from the replicated study was used to conduct face-to-face 
interviews. To identify and select the HTV/AIDS programs, non-probability sampling 
techniques were employed. To facilitate this process, the most useful approach in the 
current research was convenience-sampling method. 
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Twenty-eight families totaling 51 children were interviewed. The following data 
and information were obtained from the participating families: (a) number of children in 
the family; (b) socioeconomic status; (c) religious affiliation; and (d) type of family with 
respect to number and status of parents infected with AIDS. 
Focus of the Study 
This study was conducted in the metropolitan Atlanta, Georgia area, which is 
comprised of 13 counties. In the state of Georgia, the number of HIV/AIDS cases 
reported through June 2001 was 23,575 of those cases 16,423 were in the Atlanta area 
(Centers for Disease Control, 2001). 
The sites for data collection consisted of numerous community-based HIV/AIDS 
service organizations. Each of these facilities provided a wide array of services that 
included case management, AIDS education, medical and dental care, mental health 
counseling and substance abuse treatment. Families were interviewed both at the agency 
and in their homes. 
Instrumentation 
The Behavior Assessment System for Children 
The Behavior Assessment System for Children (BASC) is marketed as a multi¬ 
method, multi-dimensional approach to evaluating the behavior and self-perceptions of 
children aged 2 1/2 -18 years (Merenda, 1996). The BASC is multi-method in that it has 
five components, which may be used individually or in any combination: a self-report 
scale on which children can describe his/her emotions and self-perceptions; two rating 
scales, one for teachers and one for parents, which gather descriptions of the child's 
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observable behavior; a structured developmental history; and a form for recording and 
classifying directly observed classroom behavior. 
The BASC is multi-dimensional in that it measures numerous aspects of behavior and 
personality, including positive (adaptive) as well as negative (clinical) dimensions. The 
two scales that will be included in the current study are the Self-Report of Personality 
(SRP) and the Parent Rating Scale (PRS). A four-point item rating system ranging from 
never =1, sometimes=2, often=3, always=4, was selected for the rating scales to allow 
each item to reflect a range of values and, therefore, increase the reliability of the scale. 
Validity Indexes of the BASC 
Several indexes are provided to help the user of BASC judge the validity of the 
form. The F index, included on all BASC rating scales and self-report forms, is a 
measure of the respondent's tendency to "fake bad," or to be excessively negative in their 
responses concerning a child's behaviors or self-perceptions. The F index will be high if 
the informant rates the child in an inordinately negative manner, which is if the informant 
consistently rates the child negatively (e.g. "always misbehaves"). The L index, included 
only in the adolescent version of the SRP, measures an adolescent's tendency to "fake 
good" or give socially desirable answers. The V index is made up of five or six 
nonsensical answers, such as "Superman is a real person," and is used to check the 
validity of SRP scores in general. Each of these indexes will be examined in the current 
study. 
Self-Report of Personality 
The Self-Report of Personality (SRP) is a personality inventory consisting of 
statements that are responded to as True=l or False=2. The SPR forms have two age 
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levels: child (8-11) and adolescents (12-18). Both forms are fundamentally the same but 
differ along several dimensions. Both levels have identical composite scores: School 
Maladjustment, Clinical Maladjustment, Personal Adjustment, and Emotional Symptoms 
Index, an overall composite score. The School Maladjustment Composite consists of the 
attitude to school, attitude to teachers, and, at the adolescent level, sensation seeking 
scales. The Clinical Maladjustment composite is composed of the anxiety, atypical, locus 
of control, social stress, and, at the adolescent level, somatization scales. This composite 
is characterized as a broad index of distressors that reflect clinical internalizing problems 
a child may be experiencing. The Personal Adjustment Composite consists of the 
relations with parents, interpersonal relations, self-reliance, and self-esteem scales. 
Internal consistencies of the scales of the Self-Report of Personality (SRP) are 
high, averaging about .80 for each gender at both child (C) and adolescent (A) levels. No 
significance in reliability exists between the males and females. Scales with the highest 
reliabilities include anxiety, locus of control, and, at the adolescent level, social stress 
from the Clinical Maladjustment composite; interpersonal relations and self-esteem at the 
adolescent level from the Personal Adjustment composite; and depression, which is part 
of the Emotional Symptoms Index (ESI). Internal consistencies for the composite scores 
are very high, ranging from the mid-.80 to the mid-.90s (Cronbach's alpha). Internal 
consistency reliabilities for the clinical norm sample average about .82, and tend to be 
slightly higher than the general-population sample reliabilities at the adolescent level. 
The test-retest correlation observed in the standardization process indicates that the 
median value for the scales is .76 at each level. Retest correlation for the composite are 
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in the low to middle .80s, with one exception (the child age level, Personal Adjustment 
Composite) (Reynolds and Kamphaus, 1998). 
With respect to validity, the structure of the composite scores for each level of the 
SRP was determined through factor analyses and covariance structure analysis to provide 
empirical support for the relationships among the scales. The analyses indicated that the 
SRP factor structure is almost identical at the child and adolescent age levels, despite 
small differences in the items and the inclusion of two additional scales (somatization and 
sensation seeking) at the adolescent level. Three principal factors are posits for the 
standardization data: School Maladjustment, Clinical Maladjustment, and Personal 
Adjustment. 
Parent Rating Scale 
The Parent Rating Scale is a comprehensive measure of a child's problem and 
adaptive behaviors observed in both home and community settings. The PRS has three 
forms with the items targeted at three age levels: preschool (2 1/2 to 5), child (6-11), and 
adolescent (14-16). The forms contain behavior descriptions that the respondent rates a 
four-point scale ranging form "never" to "almost always." The form takes approximately 
20 minutes to complete. Composite scores included in the Parent Rating Scale are 
Externalizing Problems, Behaviors, Behavior Symptoms Index, and Adaptive Skills. 
Composite scores are comprised of different scales, depending on the child's age. Scales 
that may be included in the PRS are as follows: hyperactivity, aggression, conduct 
problems, anxiety, depression, somatization, atypical withdrawal, attention problems, 
adaptability, social skills, and leadership. 
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Internal consistency reliabilities found for the standardization sample for the scale 
range from .51 to .89 (Cronbach's alpha). Overall, scale reliabilities average in the mid- 
.70s and are reasonably consistent across age levels. Internal consistency reliabilities are 
higher for composite scores, ranging from the mid-.80s to the low-.90s at all three age 
levels and across gender. Test-re-test correlation was found to be high for 
standardization sample, with median values of .85, .88, and .70 for the scales at the three 
age levels (preschool, child, adolescent). Interrater reliabilities were assessed using both 
parents as raters. Interrater reliabilities for the scales were found to have median values 
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of .46, .57, and .67 for the three levels, respectively (Reynolds and Kamphaus, 1998). 
Internal consistency reliabilities for this study for the selected items depression, anxiety, 
and somatization ranged from .72 to .75 (Cronbach’s alpha). 
Methods used to evaluate validity of the Parent Rating Scale included factor 
analyses and covariance structure analyses. Results of the analyses indicate there are 
three correlated factors-Intemalizing Problems, Externalizing Problems, and Adaptive 
Skills. 
Research Questions and Design 
Research Questions 
This study is a replication of a previous study, which examined four mental health 
variables and behaviors (e.g., depression, anxiety, somatization, and external problem 
behaviors) in HIV/AIDS-affected children. This study, similar to the replicated study and 
addresses 10 research questions. Seven of the research questions deal with parent 
perception ratings using the BASC Parent Rating Scale (PRS). The other three research 
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questions deal with the child perception ratings using the BASC Self Report of 
Personality (SRP). The following research questions about how AIDS-affected children 
cope with their mother’s HIV/AIDS diagnosis were answered: 
Research Question 1 : Based on parent perception ratings, do African-American 
HIV/AIDS-affected children have higher levels of depression than children who are not 
HIV/AIDS-affected do? 
Hypothesis 1 : Based on parent perception ratings, there is a statistically significant 
difference in levels of depression among African-American HIV/AIDS-affected children 
and those children who are not HIV/AIDS-affected. 
Statistical Analysis: A sample t-test, a parametric statistical method was used to test the 
means of the two groups. 
Research Question 2: Based on parent perception ratings, is there a difference in the 
percentage of inner-city, African-American HIV/AIDS-affected children and non- 
HIV/AIDS-affected children evidencing clinically significant scores on depression? 
Hypothesis 2: Based on parent perception rating, there is a statistically significant 
difference between scores on depression for African-American HIV/AIDS-affected 
children versus non-HIV/AIDS-affected children. 
Statistical Analysis: A chi-square analysis was used to test the difference between the two 
groups. 
Research Question 3: Based on parent perception ratings, do African-American 
HIV/AIDS-affected children have higher levels of anxiety than children who are not 
HIV/AIDS-affected? 
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Hypothesis 3: Based on the parent perception ratings, there is a statistically significant 
difference in the levels of anxiety in African-American HIV/AIDS-affected 
children and children who are not HIV/AIDS-affected. 
Statistical Analysis: A sample t-test was used to test the difference between the means of 
the two groups. 
Research Question 4: Based on parent perception ratings, is there a difference in the 
percentage of African-American HIV/AIDS-affected children versus non-HTV/AIDS- 
affected children evidencing clinically significant scores on anxiety? 
Hypothesis 4: Based on parent perception ratings, there is a statistically significant 
difference in the percentages of African-American HIV/AIDS-affected children versus 
non-HIV/AIDS-affected children evidencing clinically significant scores. 
Statistical Analysis: A chi-square statistical method was used to test the difference 
between the two groups. 
Research Question 5: Based on parent perception rating, do African-American 
HIV/AIDS-affected children have higher levels of somatization than children who are not 
HIV/AIDS-affected? 
Hypothesis 5: Based on parent perception rating, there is a statistically significant 
difference in levels of somatization in African-American HIV/AIDS-affected children 
and children who are not HIV/AIDS-affected. 
Statistical Analysis: A sample t-test was used to test the statistical difference between the 
mean of the two groups. 
56 
Research Question 6: Based on the parent perception ratings, is there a difference in the 
percentage of African-American HIV/AIDS-affected children versus non-HIV/AIDS- 
affected children evidencing clinically significant scores on somatization? 
Hypothesis 6: Based on the parent perception ratings, there is a statistically significant 
difference in the percentage of HIV/AIDS-affected children and non-HIV/AIDS-affected 
children. 
Statistical Analysis: A chi-square analysis was used to test the difference between the two 
groups. 
Research Questions 7: Based on the parent perception ratings, do African-American 
HIV/AIDS-affected children have greater external problem behaviors than children who 
are non-HIV/AIDS-affected? 
Hypothesis 7: Based on the parent perception ratings, there is a statistically significant 
difference in African-American HIV/AIDS-affected children with external behavior 
problems and children who are not HIV/AIDS-affected. 
Statistical Analysis: A sample t-test was used to test the difference in the mean of the two 
groups. 
Research Question 8: Based on children's self-perception ratings, do African-American 
HIV/AIDS-affected children have higher levels of depression than children who are not 
HIV/AIDS-affected? 
Hypothesis 8: Based on children's self-perception ratings, there is a statistically 
significant difference in levels of depression in African-American HIV/AIDS-affected 
children than children who are not HIV/AIDS affected? 
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Statistical Analysis: A sample t-test was used to determine the statistical difference 
between the mean of the two groups. 
Research Question 9: Based on children's self-perception ratings, do African-American 
?0■ »,C o11!<>if- UP6 i * 
HTV/AIDS-affected children have higher levels of anxiety than children who are not 
HIV/AIDS affected? 
Hypothesis 9: Based on children's self-perception ratings, there is a statistically 
significant difference in levels of anxiety for African-American HTV/AIDS-affected 
children and children who are not HTV7AIDS-affected. 
Statistical Analysis: A sample t-test was used to test the difference in the mean between 
the two scores. 
Research Question 10: Based on children's self- perception ratings, do African-American 
HIV/AIDS-affected children have higher levels of somatization that children who are not 
HIV/AIDS affected? 
Hypothesis 10: Based on children's self-perception ratings, there is a statistically 
significant difference between African-American HTV/AIDS-affected children and 
children who are not HTV/AIDS-affected. 
Statistical Analysis: A sample t-test was used to test the difference between the 
mean of the two groups. 
Data Analysis 
To measure the mean differences among the independent and dependent 
variables, descriptive statistics were used including descriptive statistical methods: mean, 
mode, median, standard deviation, variance and percentages as well as Bivariate 
statistical procedures (t-test of means difference). The t-test of mean difference is a 
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commonly used statistical test for testing the statistical significance of the difference 
between the means of two groups on a continuos dependent variable (Williams, 1986). 
The chi-square analysis was also used to test the difference in the percentages of cases 
between the two groups. The Statistical Package for Social Sciences-Windows, version 
10.1 (SPSS-Windows) was utilized to analyze and summarize the data. 
Procedure 
The Dissertation Committee at Clark Atlanta University (CAU) approved the 
design of the current study. The Institutional Review Board at CAU approved the BASC 
instrument to be used in the study. In order to recruit participants for the study, the 
researcher made contact with several community-based agencies that served the 
HIV/AIDS populations in the metropolitan Atlanta area. An introductory letter that 
identified the researcher and the proposed proposal and stating the purpose of the 
research was mailed directly to the agency directors to obtain permission to interview 
clients. Upon receipt of permission to interview clients, a flyer describing the study was 
disseminated. 
Following dissemination of flyers, an appointment was made with adult 
participants who expressed an interest in and met the requirements of the study. A cover 
letter explaining the purpose of the research was given to participants who signed up for 
the study. All adult participants were asked to complete an informed consent form 
presented in Appendix A. In addition, all child participants were asked to complete the 
assent form presented in Appendix B. Permission Consent / Assent forms were separated 
from the actual data and stored in a locked box. Confidentiality of participants was 
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maintained through numerical coding. As determined by the participants, the researcher 
met with participants at the HIV/AIDS agency and at the participant’s home. 
An 18-item demographic questionnaire was administered in an interview format 
by the researcher. The questionnaire is composed of the following questions: 
background information (age, ethnicity, family size); family's socioeconomic status; 
mother's level of education; number of parental figures infected with HIV'AIDS; number 
of parental figures that have died from AIDS complications; the child's birth order; and 
disclosure of the HIV/AIDS diagnosis to the child. 
The BASC instrument was utilized in the current study (Reynolds & Kamphaus, 
1992). Child participants completed the Self-Report of Personality (SRP) and the mother 
of the child completed the Parent Rating Scale (PRS). Mother and child were 
interviewed separately. 
The statements on the Parent Rating Scale pertain to the child’s behavior. The 
average length of time it took to complete each PRS is approximately 20 minutes. Upon 
completion of the PRS, the researcher interviewed the mother. In order to determine the 
clarity of the instructions for the BASC instrument items, a field pre-test of both the PRS 
and the SRP was administered with a total of six mothers and twelve 
children. The protocol followed included oral instructions for completing the survey, 
administration of the instrument, and a question and answer session held immediately 
afterwards. As a part of the field pre-test, the mothers were interviewed separately from 
the children, which lasted between 30 minutes to an hour. 
After the administration of the instrument, respondents were questioned about 
their impressions of the instrument in terms of its length, the clarity of the items and 
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whether or not the instructions are ambiguous. The researcher observed problems with 
independent comprehension and completion of the SRP instrument experienced with 8- 
year-olds on whom the instrument was field-tested. Therefore, it was determined that the 
age of administration for the SRP would begin with children age 10 and above. 
CHAPTER FOUR 
RESULTS 
This chapter presents the results of the study in three sections. The first section 
presents the results of the descriptive analysis of data, to include frequencies, 
percentages, and measures of central tendencies and dispersions that were used to 
describe the participant’s family characteristics, characteristics of the infected person, and 
the child characteristics. The second section presents the results of the study in the 
following sections: an overall profile of the AIDS-affected samples’ BASC Parent Rating 
Scale (PRS) scores, normative sample of BASC PRS achieving clinically significant 
scores on selected scales, the statistical results of the bivariate analyses from research 
questions pertaining to the parent Rating Scale (PRS) and the Self-Report of Personality 
(SRP), and overall profile of the AIDS-affected samples’ BASC research questions 
pertaining to the SRP. The third section presents the results of the supplemental 
qualitative analysis. 
Descriptive Analyses 
Participants Family Characteristics 
The demographic characteristics of the study sample are reflected below in Table 
1. Twenty-eight African-American families from metro Atlanta participated in the 
current study. Collectively, these families had 51 children who were included in the 
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sample. The following information was obtained from participating families: number of 
children in the family; socioeconomic status; religious affiliation; and type of family with 
respect to number and status of parents infected with AIDS. 
Table 1 
Demographics (N=281 
Variable N % 
Age 
18-30 6 21.0 
31-43 17 61.0 
44-58 5 18.0 
Gender 
Female 28 100.0 
% 
Male 0 0.0 
Marital Status 
Never Married 17 61.0 
Married (common law married) 1 4.0 
Divorced 6 21.0 
Separated 2 7.0 
Widowed 2 7.0 
Children 
Yes 28 100.0 
No 0 0.0 
Age of Children 
Pre-school (4-5) 3 6.0 
Child (6-11) 26 51.0 
Adolescent (12-18) 22 43.0 
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Table 1 (continued) N % 
Income 
0 to 7,999 17 60.7 
8,000 to 16,000 10 35.7 
17,000 to 24,000 1 3.6 
Mother’s Education Level 
Elementary 1 4.0 
High School 17 61.0 
Some College 6 21.0 
Post Graduate 1 4.0 
Other 3 10.0 
Religious Affiliation 
Baptist 15 54.0 
Christian 6 21.0 
Catholic 2 7.0 
Other 3 11.0 
No Religious Affiliation 2 7.0 
Child Characteristics. A total of fifty-one children participated in this phase of the study. 
They ranged in ages from 4 to 18 with a mean age of 10.7 years. The mode was 8 years 
old. Seventy-five percent (n=21) were aware of their mother’s diagnosis and 25 percent 
(n= 7) were not aware of their mother’s HIV diagnosis. Table 1 presents a breakdown of 
the child participant’s age. See Appendix L (Item Level Descriptive Coeffient Summary 
Table). 
The number of children in these families ranged from one to eight with two being 
the most common number in the family. However, because children were required to be 
between the ages of four and eighteen, the number of children participating in the study 
ranged from one to four per family with the mode being one or two. 
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The composition and socioeconomic status of the twenty-eight families were also 
examined. Of the twenty-eight families, 4% (n=l) were two parent households (common 
law married), 61% (n=17) were single, never married, 21% (n=6) were divorced, 7% 
(n=2) were widowed, and 7% were (n=2) were separated. 
The socioeconomic status of the family was determined by the average annual 
income of the 28 families. Table 1 reveals that 61% (n=17) of the families earned under 
$8,000, 36% (n=10) earned between $8,000 and $16,000, and 3% (n=l) earned between 
$17,000 and $24,000. These figures indicate that the majority of the sample lived below 
or at the poverty level. 
Information regarding the family’s religious affiliation was also obtained. Of the 
28 families in this study, 54% (n=15) were Baptist, 21% (n=6) were Christian, 7% (n=2) 
were Catholic, 11% (n=3) were other, i.e., Jehovah Witness and Holiness, and 7% (n=2) 
had no religious affiliation. 
With respect to the number and living status of the infected parents, all of the 
families (100%) had one living parent (mother) who was infected. Eighty-nine percent of 
the families reported having never lost a parental figure to AIDS complications and three 
of the families (11 percent) of the sample had a parental figure that had passed away. 
Informant Characteristics. The twenty-eight informants in the present study were the 
child’s primary caregivers. Of the twenty-eight, 18% (n=5) were grandmothers and 82% 
(n=23) were mothers. Ages of the informants ranged from 26 to 58, with a mean of 37.11 
and standard deviation of 7.55. The mode was 32. The ethnic breakdown was 100 % 
(n=28) African American women (see Table 1). 
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To gain a better understanding of the infected person, seven marker variables 
were used: ethnicity, age, educational level, number of years the person had been 
infected, number of symptoms displayed by the infected person, whether the person had 
received an AIDS (not HIV) diagnosis, and the number of years of having an AIDS 
diagnosis. The number of years that the infected woman had an HIV diagnosis ranged 
from 2 months to 19 years with a mean of 6.94 and a standard deviation of4.367. 
Table 1 provides information regarding the educational level of the infected 
women. Sixty-one percent (n=17) graduated form high school, 21% (n=6) had some 
college training and 11% (n=3) had other training, i.e., vocational education. 
Table 2 describes the number of symptoms displayed by the infected women in 
the past six months, prior to the time during which the study was conducted. Fifty-seven 
percent (n=16) displayed no symptoms, whereas 36% (n=10) displayed 1-3 symptoms 
and, 7% (n=2) displayed 4-6 symptoms. Generally, people infected with HTV will be 
visibly ill when displaying four to six symptoms. This decrease in the number of 
symptoms was partly due to the new medications prescribed over the past 5-7 years. 
With respect to the AIDS diagnosis, 39% (n=l 1) of the 28 infected women had 
received their medical status from their doctor. The number of years for those diagnosed 
with AIDS ranged from 2 months to 12 years with a mean of 2.28 years and standard 
deviation of 1.24297. The remaining 61% (n=17) were currently diagnosed with HIV. 
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Table 2 
Number of Symptoms Exhibited in the Last Six Months by Infected Person 
Category N % 
No Symptoms 16 57 
1-3 symptoms 10 36 
4-6 symptoms 2 7 
Total 28 100 
Profile of the HIV/AIDS-affected BASC PRS Scores 
Fifty-one PRS measures were included in this study. A profile on BASC PRS 
scales was provided by examining (a) the three validity indices, (b) the twelve scales and 
global scores, and (c) the percentage of clinically significant scores on scales of interest. 
The following section outlines the reliability and validity of the measures. 
Validity Indices of the PRS 
The PRS has three validity measures that can be looked at simultaneously to 
determine if the profile is valid for a particular child. The three validity indices of the 
PRS are termed F Index, Response Pattern, and Consistency. The F Index assesses the 
possibility that a parent rated a child in an inordinately negative fashion. Hence, high 
scores on this index would either indicate the presence of extraordinary maladaptive 
behavior or suggest that the parent rated the child’s performance more severely than is 
warranted. The Response Pattern Index is related to how the parent responded. For 
example, if an informant marks all Ns (Never) or only Ns (Never) and As (Always), then 
the validity of the rating scale may be questionable. The Consistency Index takes into 
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account whether the informant’s responses were consistent throughout the rating scale. 
Table 3 provides an overview of the validity of the mother’s responses on theses 
measures. 
Table 3 
Profiles of PRS Validity Indices for AIDS-affected Sample 
Category F Index Response Pattern Consistency 
N % N % N • % 
Acceptable 43 84 45 88 49 96 
Caution 6 12 6 12 2 4 
Extreme Caution 2 4 0 0 0 0 
Total 51 100 51 100 51 100 
Of the fifty-one PRS completed for this study, thirty-nine were “acceptable” 
across all three indices, nine were “acceptable” on at least two indices, and two were 
“acceptable” on only one index, and one was not acceptable on any of the three indices. 
Eight of the measures indicated a high score on the “F” index. While this may appear 
high given the nature of the population, it may have been an accurate reflection of the 
distress being expressed by the AIDS-affected children, per their mother’s account. 
PRS Scales and Global Scores 
The PRS is composed of twelve scales across three age groups (pre-school, child, 
adolescent). These scales are: hyperactivity, aggression, anxiety, depression, 
somatization, atypicality, withdrawal, attention, social skills, adaptability, (pre-school and 
child version), Leadership and Conduct Problems (child and adolescent version). In 
addition, four global scores were included in the PRS. These include: Externalizing 
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Composite, Internalizing Composite, Behavior Symptom Index (BSI), and Adaptive 
Skills. Table 4 presents an overall profile of the mean t-scores obtained on the PRS 
scales and global scores for the AIDS-affected children. The range of scores for the 
clinical and adaptive scales are: 70+ (clinically significant), 60-69 (high), 41-59 
(average), 31-40 (at-risk) and below 30 (clinically significant). Table 4 reveals that most 
of the t-score means fall within the range of 41-59, indicating that the AIDS-affected 
children, collectively, scored within the average range based on the parent’s ratings. 
Table 4 
Profile of PRS Scales and Global Scores 
Scale N T-Scores x S.D. Min. Max. 
Hyperactivity 51 50.03 12.42 33 110 
Aggression 51 48.19 15.13 30 114 
Anxiety 51 49.43 12.22 27 87 
Depression 51 49.92 14.59 5 118 
Somatization 51 45.92 v. 9.86 34 82 
Atypicality 51 52.15 13.51 36 107 
Withdrawal 51 49.70 11.52 35 93 
Attention 51 53.68 10.71 31 84 
Social Skills 51 46.58 13.99 22 72 
Adaptability 31 48.19 9.83 30 69 
Leadership 49 45.24 12.97 25 70 
Conduct Problems 51 54.80 14.72 37 120 
Externalizing Composite 51 51.17 14.36 33 120 
Internalizing Composite 51 48.45 10.45 29 85 
Behavior Symptoms Index 51 51.00 13.53 33 120 
Adaptive Skills 51 44.88 13.65 23 71 
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Percentage of Clinically Significant PRS on Selected Scales 
The data presented in Table 4 indicate that the AIDS-affected children 
collectively, scored within the average range. However, Table 5 provides a slightly 
different picture when examining the data on an individual basis. Table 5 presents the 
number and percentages of PRS profiles significant at the .05 level in the areas of 
depression, anxiety, and somatization. As reflected in Table 5, a quarter of the AIDS- 
affected children in the study received clinically significant t-scores based upon their 
parent’s ratings on the anxiety and somatization scales. Of the fifty-one PRS measures 
completed on each child, only one was clinically significant across all three scales; five 
were clinically significant on two of the three scales; and eighteen were clinically 
significant on one of the three scales. In conclusion, 47& (n=24) of the AIDS-affected 
children received clinically significant t-scores on at least one of the three selected scales 
examined. 
Table 5 
PRS Significance on Selected Scales for AIDS-affected Sample 
Category Depression Anxiety Somatization 
N % N % N % 
Significant 5 10 12 24 14 27 
Not Significant 46 90 39 76 37 73 
Total 51 100 51 100 51 100 
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Normative Sample of B ASC Achieving Clinically Significant Scores on Selected Scales 
of the PRS 
In order to answer some of the research questions pertaining to the PRS, it was 
necessary to examine the total number of children in the standardization sample who 
achieved clinically significant scores on selected scales (i.e. depression, anxiety, 
somatization). The researcher interviewed one of the test developers, Dr. Randy 
Kamphaus, at the University of Georgia, who explained that a t-score at or above .70 was 
considered to be clinically significant. The procedure recommended by Dr. Kamphaus to 
ascertain the total number of children in the standardization sample who had clinically 
significant scores is as follows: Tables 11.3, B.4a, B.5a, and B.6a of the BASC manual 
were reviewed to determine the percent of children in the standardization sample who 
had a t-score at or above 70. Specifically, pages 88, 232, 240, and 252 of the BASC 
manual were used to construct the following table which reflects the number of the 
normative sample who had clinically significant t-scores on selected scales. The 
information presented in Table 6 was used to make comparisons between the percentage 
of the sample (AIDS-affected children) that had clinically significant t-scores and the 
percentage of the standardization sample (non-AIDS-affected children) that had clinically 




Normative Sample Achieving Clinically Significant T-score on Selected Scales 
by Number and Percentage 
Age Level Norm Sample Depression Anxiety Somatization 
Total # N % N % N % 
Pre-school 
(4-5) 307 9 3 12 4 3 1 
Child 
(6-11) 2082 62 3 62 3 83 4 
Adolescent 
(12-18) 1088 44 4 44 4 44 4 
Total 3477 115 3 118 3 130 4 
Research Questions Pertaining to Parent Rating Scale 
To examine the effects of the four independent variables on the dependent 
variable, bivariate analyses were employed by the researcher. The statistical analyses 
included t-tests and chi-square. These statistical tests were selected based on their 
appropriateness for the level of measures used for each study variable. The t-test is used 
with interval and ratio data where the dependent variable is assumed to be a normal 
distribution (Weinbach & Grinnell, 2001). Chi-square is used to compare the percentage 
of cases in a given value category of nominal-level variable for a sample with the known 
percentage of cases in that variable’s value category in its population (Weinbach & 
Grinnell, 2001). 
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Question 1 : Based on parent perception ratings, do AIDS-affected children have higher 
depression levels than children who are not AIDS-affected? 
To answer this question, a sample t-test for mean difference was employed that 
compared the AIDS-affected children is mean t-score to the non-AIDS-affected 
children’s (i.e. national standardization sample) mean t-score. The AIDS-affected 
children in the study had a mean score 51.20. The t-test comparison of means indicate 
that there was not a statistically significant difference between children who are AIDS- 
affected and those who are not AIDS-affected (t=0.2951, df=85, p< .87). Thus, AIDS- 
affected children collectively did not have higher levels of depression than non-AIDS- 
affected children. 
Question 2: Based on parent perception ratings, is there a difference in the percentage of 
AIDS-affected children versus non-AIDS-affected children evidencing clinically 
significant scores on depression? 
This question was analyzed using a chi-square analysis by comparing the 
proportion of children in the AIDS-affected sample who had clinically significant t- 
scores on depression with the proportion of children in the national standardization 
sample (non-AIDS-affected children) who evidenced a clinically significant t-score on 
depression. The chi-square analysis presented in Table 7 indicates that there were 
substantially more AIDS-affected children experiencing significant levels of depression 
than the proportion of children in the standardization sample. 
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Table 7 
Chi -Square Table of the Effects of AIDS-affected Children Status on Depression 
Clinicallv Significant Not Clinicallv Significant Total 
AIDS-Affected 16 28 44 
Norm Sample 115 3362 3477 
N =3521 
X2 = J32.54, df =1, p<. 001 
Significant Not Significant 
Figure 1. Bar Graph of the Effects of AIDS-affected Children Status on Depression 
Question 3: Based on parent perception ratings, do ATDS-affected children have higher 
anxiety levels than children who are not AIDS-affected? 
The AIDS-affected children in the current study had a mean t-score of 51.20. A 
sample t-test comparing the means of the current sample (AIDS-affected) and 
standardization sample (non-AIDS-affected) revealed that there was not a statistically 
significant difference in the levels of anxiety between these two groups (t = 1.2014; df= 
85; p< .06). 
74 
Question 4: Based on parent perception ratings, is there a difference in the percentage pf 
AIDS affected children versus non AIDS-affected children evidencing clinically 
significant scores on anxiety? 
This question was analyzed using a chi-square analysis by comparing the 
proportion of children in the AIDS-affected sample who had clinically significant t- 
scores on anxiety with the proportion of children in the national standardization sample 
(non-AIDS affected children) who evidenced a clinically significant t-scores on anxiety. 
The chi-square analysis presented in Table 8 indicates that there were significantly more 
AIDS-affected children experiencing significant levels of anxiety than the proportion of 
children in the standardization sample (X2 = 103.03; df = 1; p< .001). 
Table 8 
Chi-Square Table on the Effects of AIDS-affected Children Status on Anxiety 
 Clinically Significant Not Clinically Significant Total 
AIDS-affected 14 28 42 
Norm Sample 118 3359 3477 
N=3519 






□ Norm Sample 
Significant Not Significant 
Figure 2. Bar Graph on the Effects of AIDS-affected Children Status on Anxiety 
Question 5: Based on parent perception, do AIDS-affected children have higher 
somatization levels than children who are not AIDS-affected? 
A sample t-test comparing the sample’s (AIDS-affected children) mean t-score to 
the national standardization sample (non-AIDS-affected children) was conducted. The 
AIDS-affected children’s mean t-score was 47.20. The t-test comparison of means 
indicate that levels of somatization did not differ significantly between the two groups (t= 
0.7542; df = 85; p< .062). 
Question 6: Based on parent perception ratings, is there a difference in the percentage of 
AIDS-affected children versus non-AIDS-affected children evidencing clinically 
significant scores on somatization? 
To answer this question a chi-square analysis was used to compare the proportion 
of children in the AIDS-affected sample who had a clinically significant t-score on 
somatization with the proportion of children in the national standardization sample (non- 
AIDS-affected children) who evidenced a clinically significant t-score on somatization. 
The chi-square analysis presented in Table 9 indicates that there were considerably more 
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children experiencing significant levels of somatization than the proportion of children in 
the standardization sample (X2 = 104.44; df = 1; p< .001). 
Table 9 
Chi-square Table of the Effects of AIDS-affected Children Status on Somatization 
Clinically Significant Not Clinically Significant Total 
AIDS-affected 16 32 48 
Norm Sample 130 3347 3477 
N=3525 









Significant Not significant 
Figure 3. Bar Graph of The Effects on AIDS-affected Children Status on Somatization 
Question 7: Based on parent perception ratings, do AIDS-affected children have greater 
external problem behaviors than children who are not AIDS-affected? 
The AIDS-affected-children’s mean t-score was 47.90. A sample t-test 
comparison of the present sample (AIDS-affected children) and the standardization 
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sample (non-AIDS-affected children) revealed that levels of external problem behaviors 
did not differ significantly between the two groups (t = 1.4205; df = 85; p< .084). 
Profile of the BASC Self-Report of Personality 
A total of 12 Self-Report of Personality Rating Scales were included in this study. 
Age requirements (children had to be at least ten years old), the need for parental consent, 
and the overall sensitivity of this type of study resulted in a small number of completed 
SRP measures. Examination of the three validity indices and the twelve scales and global 
scores provided a profile on the BASC SRP scales. 
Validity Indices of the SRP 
A total of three indices were incorporated into the SRP to help assess its validity. 
They included the F index, L index, and V index. Additionally, the respondents’ 
consistency and response pattern were examined in the SRP, as with PRS. Similar to the 
PRS - F index, the SRP - F index may be considered “faked bad” index because 
respondents, in an effort to be perceived severely disturbed, may endorse items that 
reflect an abnormally high number of symptoms. However, those individuals who were 
in acute distress may in fact score high on this scale, thus requiring a different 
interpretation of a high F score. The SRP L index, on the other hand, may be considered 
the “faked good” index. The L index is comprised of items that detect a response pattern 
that may be characterized as one of social desirability. Individuals who score high on the 
L index may either be defensive and do not wish to reveal too much about themselves or 
may have little insight into their own behavior and feelings. The L index is included in 
the SRP 12-18 age group only. The V index consists of items that were nonsensical 
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(e.g. “I drink 60 glasses of orange juice everyday”) and assesses the overall validity of 
SRP. A high score on the V index (3 or higher) may be interpreted as a failure to 
understand the questions, illiteracy, or the lack of cooperation. 
The response pattern and consistency for the twelve SRPs included in this study 
were acceptable as determined by the children who responded to certain questions and 
the level of consistency maintained throughout the rating scale. An overview of validity 
scores for the SRP scales are reflected in Table 10. 
Table 10 
Profile of SRP Validity Indices for AIDS-affected Sample 
F Index LIndex V Index 
N % N % N % 
Acceptable 10 83 9 75 12 100 
Caution 2 17 1 10 0 0 
Extreme Caution 0 0 0 0 0 0 
Total 12 100 10* 85 12 100 
*L index is inclusive of adolescents only. 
SRP Scales and Global Scores 
The SRP is comprised of fourteen scales across two age groups child and 
adolescent: attitude to school, attitude to teacher, anxiety, depression, atypicality, social 
stress of inadequacy, locus of control, somatization (adolescent only), sensation seeking 
(adolescent only), relations with parents, interpersonal relations, self esteem, self- 
reliance. In addition, four global scores are included in the SRP: School Maladjustment, 
Clinical Maladjustment, Personal Adjustment, and Emotional Symptoms Index (ESI). 
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Table 11 presents a summary profile of the SRP scales and global scores obtained for the 
sample group (i.e. AIDS-affected children). Table 11 also reveals the t-score mean for 
the sample, which falls within the range of 37 to 58, thus indicating that overall, AIDS 
affected children collectively scored within the average range of behavior based on self- 
report. 
Table 11 
Profile of SRP Scales and Global Scores 
Scale n T-Score x Standard Deviation 
Attitude to School 12 50.92 7.22 
Attitude to Teacher 12 56.16 10.29 
Anxiety 12 53.41 10.12 
Depression 12 55.16 9.88 
Atypicality 12 51.66 12.13 
Social Stress 12 53.50 8.45 
Locus of Control 12 58.58 8.46 
Sense of Inadequacy 12 51.83 5.52 
Somatization 9 37.75 23.96 
Sensation Seeking 9 40.41 26.82 
Relations to Parents 12 48.16 9.59 
Interpersonal Relations 12 48.83 8.89 
Self Esteem 12 51.44 6.97 
Self Reliance 12 50.91 9.13 
School Maladjustment 12 51.63 11.91 
Clinical Maladjustment 12 49.06 5.45 
Personal Adjustment 12 52.69 7.21 
Emotional Symptom Index 12 48.13 5.83 
Research Questions Pertaining to Self-Report of Personality 
Question 8: Based on children’s self-report ratings, do AIDS-affected children have 
higher depression levels than children who are not AIDS-affected? 
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The AIDS-affected children in this study had a mean t-score 55.16. A sample t- 
test comparison of means of the current sample (i.e. AIDS-affected children) and the 
standardization sample (non-AIDS-affected children) indicated that levels of depression 
did not differ statistically significantly between the two groups (t=1.09; df= 25; p>. 28). 
Question 9: Based on children’s self-perception, do AIDS-affected children have higher 
anxiety levels than children who are not AIDS-affected? 
The AIDS-affected children in this study had a mean t-score of 53.41. A sample 
t-test comparison of means in the current sample (i.e. AIDS-affected children) and the 
standardization sample (non-AIDS-affected children) revealed that levels of anxiety did 
not differ statistically significantly between the two groups (t= 0.78; df = 25; p> .44). 
Question 10: Based on children’s self-perception, do AIDS-affected children have higher 
somatizations levels than children who are not AIDS-affected? 
The AIDS-affected children in this sample had a mean t-score of 37.75. A sample 
t-test comparison of means of the current sample (i.e. AIDS-affected children) and the 
standardization sample (non-AIDS affected children) revealed that levels of somatization 
did not differ statistically significantly between the two groups (t= .80; df = 18; p> .43). 
In summary, overall the AIDS-affected children did not evidence higher levels of 
depression, anxiety, and somatization than the non-AIDS-affected children 
(standardization sample) as self-reported on the SRP, indicating that AIDS-affected 
children report average levels of depression, anxiety, and somatization. The next section 
will provide a supplemental qualitative analysis. 
Supplemental Qualitative Analysis 
The uniqueness involved in qualitative research methods is the researcher’s 
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position as the instrument of data collection (Padgett, 1998). Qualitative research 
methods allow the researcher to understand the target population and focus on the client’s 
perspective. This approach often yields additional information that cannot be solicited 
through the use of an instrument that produces quantitative data. The ability to 
successfully carry out qualitative research draws on a number of talents, traits, and skills 
that will be further discussed throughout this section. 
The purpose for including the supplemental qualitative analysis was to gain a 
richer, more in-depth understanding of the families and children coping with the impact 
of maternal HIV/AIDS. In an effort to obtain a comprehensive picture of these families, 
the following questions were asked of each mother or primary caregiver (i.e. 
grandmother): 
1. What are some of the reasons for your decision to disclose or not disclose 
to your children? 
2. If you have disclosed, how did your children initially react to the news? 
How has their reaction changed over time? Do you think your children 
have coped better or worse than you anticipated? 
3. If you have not disclosed, do you plan on disclosing to them in the future? 
Why, or Why not? 
4. If you have disclosed, what advise would you give to parents who are 
struggling with the decision to disclose? 
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5. If you have disclosed, what advice would you ask of parents that have 
already been through this experience, and have disclosed to their children? 
6. Have you disclosed to other family members? If so, what has been their 
reaction? If not, why? 
7. What has been your experience with HIV/AIDS? Is there anything else 
you would like to share concerning your experience with this illness? 
8. How has being an African American woman with HIV disease impacted 
your life? 
Raw data from the interviews included tape recordings and field notes, which 
were transcribed verbatim. After transcribing the tapes a thorough reading, with several 
re-reads and annotation of codable topics, themes, and issues was conducted. This 
process involved a systematic classification of things, persons, events, and important 
characteristics of these items seeking similar and dissimilar patterns. The mechanism 
used to facilitate the process of systematic classification is standard procedure when 
analyzing qualitative data (Berg, 2001; Padgett, 1998). The researcher set up several 
sheets of papers separately, with major topics of interest and several other sub-topics or 
themes. Consistent with qualitative research, the researcher had no specific hypotheses 
developed beforehand. The analysis consisted of a comparative method between two 
independent raters. Each rater separately identified patterns, consistencies, and 
inconsistencies that served as a basis for identifiable themes. Then a comparative method 
among raters was performed to determine which relations were consistently observed. 
Themes that emerged from the questions will be discussed below. 
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Emerging Themes 
Twenty-eight mothers and/or primary care givers (i.e. grandmothers) were 
interviewed for the current study. Based on the analysis, the following themes were 
consistently observed. 
The initial theme that emerged among all of the women was the decision to reveal 
or not reveal their HIV status to their children and/or their extended families. Therefore, 
disclosure became a major theme among the women, which is a salient issue for families 
dealing with HIV/AIDS. All of the twenty-eight mothers (100%) indicated that at one 
point or another they had considered the impact of disclosure on their children. Twenty- 
one percent (n=6) of the women had not disclosed at all, 61% (n=17) had told the 
HIV/AIDS diagnosis to their children, 14% (n= 4) had told only some children. Thirty- 
nine percent (n=l 1) of the women lived in residential housing complexes for women and 
children with HIV/AIDS, which required that the HIV status be revealed to the children 
prior to moving into the facility. For example, a 34-year-old mother of five stated, “the 
only reason I told my children is because I moved into here, other than that, they would 
have never known.” As well, those women who had not disclosed expressed uncertainty 
about how or when to disclose (i.e. how to prepare themselves, how to say it, when is the 
right time to tell). 
The second theme that emerged had to do with the child’s age as a primary factor 
in determining whether or not to disclose to a child. Some of the women (n=5) who had 
not disclosed to their child(ren) explained that they thought their child was too young to 
really understand what HIV/AIDS meant and the ramifications of the disease. Those 
women who had not disclosed due to the age of the child (usually under six) stated they 
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would tell their child when they got older. On the same note, those women who had 
disclosed to their children expressed that they felt their child was old enough to 
understand and that they wanted to be the one to tell them and not have them hear about it 
from a stranger. For example, a 31-year- old mother stated “some kids in my 
neighborhood was teasing another child about they heard her mother had HIV” and she 
did not want this to happen to her daughter. 
Third, the information from the interviews revealed that fear of rejection and 
secrecy is often an issue that surrounds HIV/AIDS, partly because of the social stigma 
attached to the disease. An overwhelming majority of the women indicated that they 
were very selective about sharing their HIV status with others (i.e. male companions, 
friends and even some relatives). When they had shared their status with someone, they 
were indeed fearful that they would be rejected or requested that the person they told 
keep silent. For example, a 28-year-old mother of three stated, “when I first told my 
family they did not take it well, they turned away from me.” Another 35-year-old mother 
of two stated, “ I told my one of my seven sisters (I’m the baby out of ten) when I first 
got clean and sober and she kept it a secret. So, the more I stayed clean, and after I had 
three years, I told my oldest sister. She had a little struggle, problem with it; she was 
uneducated. Sometimes, in some ways, I felt shunned or funny. Because after you tell 
someone, you’re waiting on someone to show you a sign of rejection.” 
A sub-theme that emerged relates to the issue of substance abuse. Forty-three 
percent (n=12) of the women self-disclosed their substance abuse histories. All twelve of 
them (100%), attributed their HIV diagnosis to their past drug use. A 45-year-old 
grandmother who cares for her two grandchildren stated, “I was still using when I first 
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found out.” Another 48-year-old grandmother, mother of one adult child, who provides 
care for her two grandchildren stated, “I’ve done drugs. “I shot up drugs for thirty years, 
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close to thirty five years so being infected with this is just a part of it, you know, to be 
honest.” 
A fifth and final theme that emerged was the women often gained emotional 
support by seeking outside support (i.e. support groups), and learning to take this illness 
“one day at a time.” This opinion was expressed by 75% (n =21) of the women. For 
example, a 31-year-old mother of one stated, “I’m living with HIV not dying with it. I 
take this one day at a time.” Another mother, 35-years-old, stated, “ life has changed a 
lot for me since I have HIV, but now I try to take better care of my health and try not to 
let this get me down too much. I know I have this illness but I deal with it one day at a 
time and I go to the meetings to help me stay strong.” 
CHAPTER FIVE 
SUMMARY AND IMPLICATION OF FINDINGS 
, pi ■; 
This chapter summarizes the results of the current study and compares these 
results, with the replicated study, offers conclusions based on these results and provides 
recommendations for future research. In addition, implications for counseling AIDS- 
affected children and families will be addressed. Lastly, implications for social welfare 
policy will be addressed. 
Summary 
The purpose of this study was to compare selected mental health factors between 
African-American children living in families with a mother or primary caregiver (i.e. 
grandmother) who has HIV/AIDS and children living in non-AIDS-affected families. 
This study is a replication of a previous study that compared selected mental health 
factors primarily between Hispanic children living in families with a primary caretaker 
who had HIV/AIDS and children living in non-AIDS-affected families. Specifically, the 
study examined the following mental health variables and behaviors: depression, anxiety, 
somatization, and external problem behaviors. A comparison was made between AIDS- 
affected children and non-AIDS-affected children, derived from the national 
standardization sample of the BASC Inventory. The mental health variables were 
examined both from the parent’s perspective and the child’s perspective. 
86 
87 
The need for the study was established by citing the current number of HIV/AIDS 
infected persons living in the United States and the estimates of “AIDS orphans” (CDC, 
2001; Forehand et al., 1999; Michaels & Levine, 1992). In addition, researchers such as 
Forehand (1998); Ramos (1998); and, Fair et al. (1995) indicate in the literature that there 
is an existence of large gaps in the research base with respect to healthy children in 
families where HIV/AIDS is present. Moreover, in reviewing the literature for this study, 
only a handful of studies related to this population exist and those studies are descriptive 
in nature (Draimin, 1999; Ramos, 1998). The Draimin study, like the current one and the 
replicated study, was both qualitative and quantitative, but was limited to adolescent 
children. The current study replicates the Ramos study and proposes to build on the 
foundation of empirical information available related to AIDS-affected children’s mental 
health functioning. The generalizabilty of this study is limited to AIDS-affected children 
who reside in the metro Atlanta area and have the following characteristics: between the 
ages of four and eighteen, have a mother or primary caretaker (i.e. grandmother) who is 
HIV positive or have AIDS, African-American, low S.E.S., and the infected mother 
exhibits approximately 3-6 symptoms. 
Implications of Findings 
Comparison of AIDS-affected Children and Non-AIDS-affected Children on Specific 
Mental Health Variables Based on Parent Perception 
Based on the parent perception ratings in the current study, a statistically 
significant difference did not exist between AIDS-affected children and non-AIDS- 
affected children on specific mental health variables. The study sample did not have 
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statistically significant higher levels of depression, anxiety, somatization, and external 
problem behaviors (characterized by aggression, hyperactivity, and delinquency) when 
compared to national norms on the BASC. This finding contrasts with the replicated 
study, where the AIDS-affected children had statistically significant higher levels of 
depression, anxiety, and external problem behaviors, but there was no difference found in 
levels of somatization. 
A possible explanation for this finding may be the fact that the mothers in the 
current study exhibited fewer symptoms of HIV/AIDS than in the replicated study - - 
50% (n= 16) had no symptoms as opposed to the replicated study where only 11% (n= 3) 
had no symptoms. This difference is possibly due to the new medications that have 
come about within the last five years, indicating that the mothers were less likely to be ill. 
Also, this difference could indicate that there is likely to be a decrease in the amount of 
stress in the home due to less illness. 
However, results of the current study did indicate that a statistically significant 
difference existed between AIDS-affected children and non-AIDS-affected children with 
respect to the percentage of children who exhibited statistically significant levels of 
depression, anxiety, and somatization. This result is consistent with the literature, 
particularly as it relates to inner-city African-American children who live in 
environments where violence, drugs and poverty exist (Pequegnat & Szapocznik, 2000; 
Taylor-Brown, et al., 1998). 
Conclusions Based on Supplemental Qualitative Analysis 
A qualitative analysis component was incorporated into the current study. A total 
of twenty-eight interviews were conducted and analyzed with the women in the current 
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sample. Five themes emerged from the supplemental qualitative analysis: (1) the issue of 
disclosure which is often a salient issue for families coping with HIV/AIDS (consistent 
with Draimin, 1999 and Ramos, 1998); (2) the child’s age is an important issue for 
families when considering whether or not to disclose to their children; (3) rejection and 
secrecy go hand-in-hand when dealing with the illness because of the social stigma 
attached to HIV/AIDS - - the mothers feared rejection from their children and their 
family; (4) the issue of substance abuse is another factor in the scheme of HIV 
transmission; several women indicated that they did not become aware of there status 
until they became clean and sober; and (5) the women often cope with their illness by 
seeking emotional support from others and are learning to take this illness “one day at a 
time.” These themes were consistent with the themes that emerged from the replicated 
study. 
Recommendations for Future Research 
Throughout the first two decades of the AIDS epidemic, most of the research has 
been directed toward the medial aspect of the AIDS syndrome: finding an effective 
treatment, isolating and identifying an infectious agent, and determining which 
demographic and life-style variables are risk factors that increased exposure to such an 
agent. However, psychosocial research is essential to understanding and treating 
HIV/AIDS (Forehand et al. 1998). In addition, the most organized efforts for research 
devoted to AIDS treatment continues to originate from the gay male community (Shiltz, 
2000); therefore, the information obtained from such research may not reflect the 
concerns of special populations, including minorities, women, and children (Ramos, 
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1998). While mental health professionals have begun to address the psychosocial needs 
of people who are infected with HTV/AIDS, little attention has been paid to the children 
living with them (Roth et al,, 1994). 
With the increasing number of families living with HTV infection or AIDS, it is 
imperative that mental health researchers begin to give rise to the challenge of meeting 
the needs of the many children who will survive the death of a parent with AIDS and be 
forced to carry on in its aftermath. It is also imperative that policymakers begin to 
recognize the mental health challenges that impact this population and develop sensitive 
and the effective policies that address the needs of this population. 
The need for on-going research is paramount. There appears to be a gap in the 
literature concerning the numbers of healthy children living in families with HIV (Fair, 
et al., 1995) and their needs (Taylor-Brown, 1998). Also, there is a dearth of literature 
focusing on AIDS orphans and their grief reactions (Seigal & Gorey, 1994). 
Furthermore, a review of the literature revealed only a limited number of descriptive 
studies and one empirical study focusing on adolescent's psychological reactions to 
family member's HTV/AIDS status (Draimin, 1999), and one empirical study on healthy 
children's psychological reaction to a mother's HTV/AIDS status (Forehand, 1998). The 
lack of research on AIDS-affected children is of paramount importance because, as 
stated by Draimin (1993), "Either now or later, society will pay for services to the 
children of families affected by AIDS. We can either help them deal constructively 
with loss and trauma when they occur, or we can pay for truancy, unwanted 
pregnancies, and incarceration as these children grow older" (p. 23). 
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Based on the findings of the current study and reflections of this researcher, the 
following recommendations for future research are made: 
1. A comparative study of mental health functioning of AIDS-affected 
children who receive counseling versus those who do not receive 
counseling related to their mother/parent’s illness. 
2. Examination of the impact of support groups focusing on coping of 
infected mother/parent and the indirect effects on their AIDS-affected 
children. 
3. An exploratory study should be conducted to identify factors in parent- 
child relationships, which improve the likelihood of parents disclosing 
their medical condition to their children. 
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Implications for Counseling Families Affected by HIV/AIDS 
Working with families impacted by HIV/AIDS can be a challenging experience. 
In order to be effective with such families, it is important that the therapist is willing to 
move away from traditional counseling practices in which the therapist meets once a 
week in his/her office and move toward more non-traditional approaches such as home 
based interventions and interventions within the community (i.e. churches, community 
centers, schools, etc.). Moreover, when working these families it is important that the 
therapist be sensitive to the family’s needs and understand that counseling may not 
occur on a consistent basis due to the demands of the illness and other family members 
(i.e. infected and affected children). There are several issues that often exist for AIDS- 
affected families that impact the manner and frequency in which counseling occurs. 
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Two of those issues will be discussed. First, many AIDS-affected families come from 
culturally diverse backgrounds. Second, many of the AIDS-affected families have few 
resources and an overwhelming abundance of stressors in their lives. These issues will 
be addressed separately. 
Cultural Impact on Counseling 
The majority of HIV/AEDS cases in the United States are of the African-American 
culture. The current study was comprised of all African-American participants (100%). 
Therefore, this section will discuss the implications for working with African- 
Americans persons. However, any therapist that works with families of ethnic minority 
populations should be knowledgeable of and sensitive to the client’s ethnic culture. 
Preparation for working with ethnic minority populations may be gained through 
academic preparation, workshops, continuing education opportunities, and practical 
experience. 
Counseling African-American families impacted by HIV/AEDS can be a very 
complex endeavor. To be effective, the therapist must not assume that because the 
family is of African-American descent that he/she is just like all other-African 
Americans. Also, the therapist must be knowledgeable of the illness. And, while there 
are many factors that must be considered when counseling African-American families, 
“attitudes toward counseling” will be addressed. 
African-American children and families, particularly because of negative and 
problematic relationships with other community agencies (i.e. child welfare, health care, 
etc.) may not readily participate in such services. Previous practice experience revealed 
that HIV-positive mothers, who have previously been involved with child welfare 
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agencies regarding custody issues, were more apprehensive about entering mental 
health counseling out of fear of losing their children due to their HIV status. 
Furthermore, African-Americans have a longstanding history of mistrust with 
traditional agencies. This is in part due to the Tuskegee Study, which allowed for black 
men to be injected with the syphilis virus and go untreated. The lack of treatment 
received caused many of the black men to die from a disease in which they could have 
been cured. This issue remains at the forefront of the African-American community. 
Another issue that contributes to this mistrust is the lack of culturally competent 
treatment, including the lack of culturally and linguistically similar staff (Goiciecha- 
Balbona, 1998). Some agency environments do not portray sensitivity to differences, 
nor do they display such artwork, pictures, user-friendly brochures, and other 
accoutrements, which may interfere with the affected families’ decision to utilize these 
services. 
Multiple Stressors 
Another consideration when working with AIDS-affected families is the 
compound effect of multiple stressors often experienced by such families. Given this, 
HIV may not be the primary concern for people who seek counseling. Furthermore, it 
may be a different problem or crisis, which precipitates a family’s desire to seek 
counseling. It has been previously documented in the literature that families who are 
impacted by HIV/AIDS are many times also dealing with factors such as economic 
hardship, lack or transportation, lack of health care, family conflict, drug abuse and 
psychological problems unrelated to their illness (Ramos, 1998; Taylor-Brown et al., 
1998; Roth et al. 1994). Throughout the course of this study, it became apparent that 
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the participants involved in the study were no different from other families who are 
faced with a multitude of stressors on a daily basis. Given this, it is often difficult for 
families to arrive for counseling in a timely manner, or to even meet appointments for 
counseling. 
Implications for Social Welfare Policy 
The lives of children and families affected by HIV can be markedly improved 
through both policy and program enhancements. Currently in the United States the 
number of people becoming infected with HIV continues to rise, particularly among 
African American women. Yet, AIDS services organizations continue to experience a 
decrease in funding from the federal government. Based on the findings of this study, it 
is the opinion of this researcher that services should not only continue to exist but be 
augmented to include affected children and family members. 
It has been noted by several researchers that healthy children in families affected 
by HIV/AIDS are often the forgotten victims of this disease (Fair et al., 1995). The 
findings from this study and other sources (Geballe et al, 1995; Demb, 1989) have 
found that children affected by HIV/AIDS experience psychological distress related to 
their parent’s illness, placing them at increased risk for future psychological problems 
(Draimin, 1999). Therefore, service delivery must be developmentally, culturally, and 
linguistcally appropriate for the children and families. To satisfy these criteria, 
members from the communities to be served must be involved in the planning and 
development of appropriate programs and build connections to the children’s cultural 
roots and supports. 
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Moreover, more aggressive actions must be taken by our national and local 
governmental policymakers to ensure that sufficient funds are allocated and adequate 
manpower is provided to prevent this epidemic from further spreading. Furthermore, 
our government must strengthen federal and state statutory protection for children 
affected by HTV and their caregivers by: 
a. re-defining family to include persons to whom the child is bonded; 
b. prohibiting through federal and state law any type of discrimination 
against persons with HIV or those who have association with someone 
who is infected; 
c. state development of and implementation of comprehensive health 
education programs; and 
d. state and community-based mechanisms to ensure that affected children 
and family members receive coordinated, effective and efficient services 
from AIDS service organizations to include medical, child welfare, 
education, and mental health services. 
Finally, it is imperative that we address the needs of AIDS orphans at a time when our 
efforts will be most effective, rather than deny children the right to grow up emotionally 
healthy. 
APPENDIX A: Statement of Informed Consent for Adults 
A Study of the Mental Health Factors in Healthy African American Children and 
Adolescents 
Affected by Maternal HIV/AIDS Diagnosis 
The Whitney M. Young Jr., School of Social Work at Clark Atlanta University supports 
the practice of protection for human subjects participating in research. The following 
information is provided to me to decide whether I wish to participate in the present study. 
I am aware that if I wish to participate I may withdraw at any time. Furthermore, I am 
aware that I can skip any questions I do not wish to answer and there will be no 
consequences to me. 
I understand that this study is designed to gain a better understanding of how 
children behave when a mother has an HIV/AIS diagnosis. If my child does not know of 
my diagnosis, he or she will not get that information from participating in this study. 
Furthermore, I understand participating in this study will take about 40-50 minutes of my 
time. If I choose to participate, I will be asked to answer some questions. The first set of 
questions asks basic information about me, the mother. My name nor my child’s name 
will not be associated in any way with any of the answers that I provide. The second set 
of questions is about my child’s behavior. Nowhere on the second set of questions is 
their mention of my diagnosis. I understand that I will be given a donation of Marta 
tokens for participating in the study and if I choose to withdraw or skip any questions it 
will not have any effect on my receipt of tokens. My child (ren) will also receive Burger 
King or McDonald food coupons for participating in the study. 
I understand that in addition that if my child (ren) is at least ten years old he or 
she is eligible to provide some answers to questions concerning their feelings and 
behavior. The words HIV or AIDS will not be used in any of these forms. I understand 
there is no way for my child to know that the study is related to my diagnosis. As the 
parent or guardian of the children, my permission is necessary for my child over the age 
of 10 to participate. I understand my participation is solicited on a strictly voluntarily 
basis and that participation is strictly confidential. The records of this study will be kept 
private. In any sort of report that might be published, I will not include any information 
that will make it possible to identify anyone participating in this study. Research records 
will be kept in a locked file; only the researcher will have access to the records. I 
understand that I can contact the following people if I have any further questions 
concerning this study: 
Jenny Jones, MSW Dr. Eileen Yancey 
(404) 249-9490 Morehouse School of Medicine 
720 Westview Dr., SW 
96 
97 
APPENDIX A - continued 
Dr. Richard Lyle 
(404) 880-8006 
Dr. Sarita Davis 
(404) 880-6703 
Atlanta, GA 30314 
(404) 752-1511 
IRB: Human Subjects Assurance 
Committee 
Clark Atlanta University 
Office of Research and Sponsored 
Programs 
223 James P. Brawley Dr., SW 
(404) 880-6979 
Atlanta, GA 30324 
I understand that if I wish to participate, I must place my signature on the 
Statement of Informed Consent. 
 Yes. I have read and understand the explanation provided to me. I have had all 
my questions answered to my satisfaction. I voluntarily agree to participate. 
 No. I do not wish to participate in this study. 
Signature of Participant Date Signature of Researcher 
Date 
I have been given a copy of this signed consent form 
APPENDIX B: Consent Form for the Child 
I understand that I, the parent or guardian am being asked to give my permission 
for my child, who is at least ten years old, to provide answers to some questions about 
his/her thoughts and behaviors. I understand it will take my child about 20 minutes to fill 
out the form. There are approximately 50 other children participating in the study. I 
understand my child will be given Burger King or McDonald food coupons for 
participating in this study. 
Yes. I give permission for my child to participate in this study. 
No. I do not give permission for my child to participate in this study. 
Signature of Parent Date 
Signature of Researcher Date 
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APPENDIX C: Assent Form 
I understand this is a study about feelings and behaviors of children living in a 
family. I will be asked to provide answers to some questions. I understand some of these 
questions may make me feel uncomfortable. I am free to not answer any question I do 
not like or make me feel uncomfortable. I understand that I can quit participating at any 
time and no one will be angry with me. It will take about 20 minutes for me to fill out the 
form. 
I have had all of my questions about this study answered to my satisfaction. I 
understand all of the explanations provided to me. I voluntarily agree to participate. 
Yes. I wish to participate in this study. 
No. I do not wish to participate in this study. 
Signature of Participant Date 
Signature of Researcher Date 
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APPENDIX D: Letter to Agencies 
To: Whom it may concern 
From: Jenny Jones, MSW 
Date: August 29, 2001 
Re: Research Project 
I am a Doctoral Candidate at Clark Atlanta University, Whitney M. Young, Jr., school of 
Social Work. In pursuit of my Doctorate degree, I am required to conduct a research 
study. This study will be designed to examine the mental health issues of healthy African 
American children affected by HTV/AIDS in the Atlanta metro area. 
In order to fulfill this requirement, the help of your agency is requested. Please be 
assured that all of the participant’s answers will be completely anonymous. At no point 
will the participant’s names be associated with their completed questionnaire. It is my 
hope that pre-existing programs and agencies can use this research to structure their 
services to meet the needs of healthy African American children affected by HIV/AIDS. 
Upon your request, results of this study will be made available to you. Please feel free to 
contact me for additional information at (404) 249-9490. 
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HIV POSITIVE WOMEN NEEDED TO 
PARTICIPATE IN RESEARCH 
PROJECT 
If you are a HIV positive African American woman with children between the ages of 4-18 
years of age who are affected (not infected with the virus) and is interested in protecting the next 
generation of children, then you are needed to participate in this research project. 
The purpose of this study is to address mental health needs and behaviors in inner city African 
American AIDS affected children, 4-18 years of age, whose mothers have HIV infection in 
comparison to children who do not have a mother or family member infected with HIV/AIDS. 





Participants will be given a donation of MARTA bus tokens. 
ttf f mf MfUMi 
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APPENDIX F: Demographic Questionnaire 
Date / / 
Directions: Please answer each question as truthfully as you can. Circle or write in the 
answer that best describes your response. Thank you for your cooperation. 
Part I: DEMOGRAPHICS 
1. What is your sex? 
a. Male 
b. Female 
2. What is your age?  
3. What is your marital status? 





4. What is the highest level of education you completed? 
a. Elementary 
b. High School 
c. Some College (# of years ) 
d. College (4years) 
e. Post Graduate 
f. Other  
5. How many children do you have? 
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APPENDIX F - continued 
6. What are their ages? 
Age Status Age Status 
Ase Status Age Status 






8. What was your employment status before your were diagnosed? (Circle one) 
a. Employed full-time (35-40 hours a week) 
b. Employed part-time (less than 35 hours a week) 
c. Unemployed 
d. Attending School 
e. Unable to work due to disability 
f. Retired 
9. What is your present employment status? (Circle one) 
a. Employed full-time (35-40 hours a week) 
b. Employed part-time (less than 35 hours a week) 
c. Unemployed 
d. Attending School 
e. Unable to work due to disability 
f. Retired 
10. What type of financial assistance do you currently receive? (Circle all that apply) 
a. None 
b. Food Stamps 
c. Unemployed insurance benefits 
d. Social Security benefits (non-disability) 
e. Disability 
f. General Assistance 
g. TANF 
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APPENDIX F - continued 
11. What is your family’s current income level? 
a. 0 to 8,000 
b. 8,000 to 16,000 
c. 16,000 to 24,000 
d. 24,000 to 30,000 
e. 30,000 to 34,000 
f. 34,000 to 38,000 
g. over 38,000 






f. No religious affiliation 
13. What is your HIV/AIDS status? 
a. HTV+ w/ symptoms 
b. HIV+ w/o symptoms 
c. AIDS w/ symptoms 
d. AIDS w/o symptoms 
14. How many years have you been infected? 
15. Are you currently on medications? 
a. Yes 
b. No 
16. Describe the number of symptoms exhibited in the last six months. 
a. No symptoms 
b. 1-3 symptoms 
c. 4-6 symptoms 
d. 7-9 symptoms 
e. 10-12 symptoms 
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APPENDIX F - continued 
17. Does your child know about your HIV status? 
a. Yes 
b. No 
18. How many parental figures (mother or father) who have passed away from 





APPENDIX G: Supplemental Questionnaire 
1. What are some of the reasons for your decision to disclose or not disclose 
to your children. 
2. If you have disclosed, how did they initially react to the news? How has 
their reaction changed over time? Do you think your children have coped 
better or worse than you anticipated? 
3. If you have not disclosed, do you plan on disclosing to them in the future? 
Why, or Why not? 
4. If you have disclosed, what advise would you give to parents who are 
struggling with the decision to disclose. 
5. If you have disclosed, what advice would you ask of parents that have 
already been through this experience, and have disclosed to their children? 
6. Have you disclosed to other family members? If so, what has been their 
reaction? If not, why not? 
7. What has been your experience with HIV/AIDS? Is there anything else 
you would like to share concerning your experience with this illness? 
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APPENDIX H: Dissertation Agreement Form 
DISSERTATION AGREEMENT FORM 
The below signed persons do hereby agree to participate on the Dissertation Committee of: 
Student Name: 
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APPENDIX I: Letter Approving Study from Proposal Defense 
October 18, 2001 
To: Jenny Jones 
From: Dissertation Committee  
Jenny Jones, Doctoral Candidate in the Whitney M. Young Jr., School of Social Work, 
successfully defended her dissertation proposal on Thursday, October 18, 2001. Ms. 
Jones may proceed at this time with data collection. 




APPENDIX J: IRB Approval Letter 
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March 21,2002 
RE: A Study of Mental Health Factors in healthy African-American 
Children and Adolescents affected by Maternal HIV" 
Principal Investigator: Jenny Jones 
Human Subjects Code Number. HR2002-02-101-2/ 
Dear Ms. Jones: 
The Human Subjects Committee of the Institutional Review Board (IRB) has 
reviewed and approved the referenced study as revised, protocol date March 
19,2002. 
Your Study Approval Number is HR2002-02-101-2/A 
Approval for the study begins on March 21,2002 and is effective till March 
20,2003 after which time a continuation approval must be sought 
If you have any questions, please contact the IRB office at (404) 880-6979. 
-^Vaui i. Musey, rttD. 
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IRB: Human Subjects Committee 
cc. Dr. Georgianna D. Bolden 
Grants and Contracts Administration 
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APPENDIX K: Research Timeline 
Month Year Activity 
April-August 2001 HTV/AIDS literature search and review 
September 2001 Completed draft of Chapters 1-3; submitted 
to committee 
October 2001 Defense and approval of proposal 
October-J anuary 2002 Research data collection 
February-March 2002 Data analysis 
April 2002 Complete draft Chap 4-5 
May 2002 Dissertation Defense and approval 
June 2002 Submitted to Dean of school 
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APPENDIX L: Item Level Descriptive Coefficient Demographics Summary Table 
N Minimum Maximum Mean Std. Deviation 
what is your sex 28 2.00 2.00 2.0000 .00000 
martial status 28 1.00 5.00 2.2500 1.71324 
highest level of edu 28 1.00 6.00 2.7143 1.35693 
how many children 28 1 8 2.89 1.595 
what is your age 28 26 58 37.11 7.554 
age of child one 28 5.00 32.00 15.2500 7.07957 
HIV status of child one 28 2.00 2.00 2.0000 .00000 
age of child 2 22 3.00 30.00 12.3636 6.09875 
HIV status of child two 22 2.00 2.00 2.0000 .00000 
age of child 3 16 3.00 28.00 10.6250 5.86373 
HIV status of child 3 16 2.00 2.00 2.0000 .00000 
age of child 4 9 1.00 15.00 9.4444 3.81153 
HIV status of child 4 9 2.00 2.00 2.0000 .00000 
age of child 5 2 8.00 10.00 9.0000 1.41421 
HIV status of child 5 2 2.00 2.00 2.0000 .00000 
age of child 6 1 8.00 8.00 8.0000 
HIV status of child 6 1 2.00 2.00 2.0000 
age of child 7 1 5.00 5.00 5.0000 
HIV status of child 7 1 2.00 2.00 2.0000 
age of child 8 1 .80 .80 .8000 
HIV status of child 8 1 2.00 2.00 2.0000 
birth order of child 1 15 1.00 1.00 1.0000 .00000 
birth order of child 2 16 2.00 2.00 2.0000 .00000 
birth order of child 3 12 3.00 3.00 3.0000 .00000 
birth order of child 4 7 4.00 4.00 4.0000 .00000 
what is employment 
before diagnosis 28 1.00 5.00 2.2143 1.44932 
what is present 
employment status 28 1.00 5.00 3.5000 1.07152 
what type of financial 
assistance do you 
currently receive 
28 2.00 15.00 7.2143 3.96613 
what is your family's 
courent income level 28 1.00 3.00 1.4286 .57275 
what is your religious 
affiliation 28 1.00 7.00 2.9286 2.37157 
what is your HIV status 28 1.00 4.00 2.2857 1.24297 
How many years have 
you been infected 28 1 19 6.94 4.367 
Are you currently on 
medications 28 1.00 2.00 1.1786 .39002 
Describe the number of 
symptoms exhibited in 
the last six mos 
28 1.00 3.00 1.5000 .63828 
Does your child know 
your HIV status 28 1.00 2.00 1.2500 .44096 
How many parental 
figures (mother or 
father) who have 
passed away from 
nnmnkvvitinns nf AIDS 
28 1.00 2.00 1.1071 .31497 
-ValidNllistwise)  o 
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APPENDIX M: Item Level Descriptive Coefficient (PRS) Summary Table 
N Minimum Maximum Mean Std. 
Statistic Statistic Statistic . Statistic Std. Error Statistic 
HYPER 51 33.00 110.00 50.0392 1.7397 12.4241 
AGGRE 51 30.00 114.00 48.1961 2.1196 15.1367 
CP 50 37.00 120.00 54.8000 2.0824 14.7247 
ANX 51 27.00 87.00 49.4314 1.7114 12.2217 
DEPR 51 5.00 118.00 49.9216 2.0442 14.5984 
SOMA 51 34.00 82.00 45.9216 1.3811 9.8627 
ATYPICAL 51 36.00 107.00 52.1569 1.8919 13.5105 
WITHD 51 35.00 93.00 49.7059 1.6137 11.5244 
AP 51 31.00 84.00 53.6863 1.5005 10.7154 
ADAPT 31 30.00 69.00 48.1935 1.7655 9.8300 
SS 51 22.00 72.00 46.5882 1.9602 13.9988 
LEAD 49 25.00 70.00 45.2449 1.8538 12.9768 
EXPROB 51 33.00 120.00 51.1765 2.0115 14.3648 
INPROB 51 29.00 85.00 48.4510 1.4634 10.4505 
BSI 51 33.00 120.00 51.0000 1.8951 13.5337 
ADSKIL 51 23.00 71.00 44.8824 1.9125 13.6582 
Valid N (listwise) 29 
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APPENDIX N: Item Level Descriptive Coefficient (SRP) Summary Table 
N Minimum Maximum Mean Std. Deviation 
SCHOOL 12 41 63 50.92 7.229 
TEACHERS 12 39.00 67.00 56.1667 10.29416 
SSEEKING 12 .00 67.00 40.4167 26.82081 
ATYPIC 12 37.00 69.00 51.6667 12.13060 
LOC 12 44.00 70.00 58.5833 8.46875 
SOMATIZ 12 .00 65.00 37.7500 23.96257 
SOSSTREE 12 38.00 70.00 53.5000 8.44770 
ANX 12 37.00 69.00 53.4167 10.12161 
DEP 12 43.00 68.00 55.1667 9.87958 
INADEQUA 12 44.00 59.00 51.8333 5.52405 
RELPAREN 12 26.00 58.00 48.1667 9.59008 
INTREL 12 26.00 57.00 48.8333 8.89160 
SESTEEM 12 34.00 58.00 50.9167 9.13991 
SRELIANC 12 20.00 59.00 46.5833 12.66677 
Valid N Oistwisel 12 
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